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INTRODUCTION TO EARLY REFERRAL AND FOLLOtf-OP PROJECT 



DESCRIPTION OF EARLY REFEiRRAL SERVICES : 

The Early Referral and Follow-up Project, a three year demonstration 
project, was awarded to UNMC by the U.S. Office of Special Education Programs. 
The pr:lmary purpose of this project has been to facilitate the developAentil 
assessment and intervention with long-term or repeatedly hospitalized children 
birth to three years of age. Children who wtre suspected to be delayed or 
handicapped or who would be considered to be at risk for developmental delays 
because of chronic health problems or unfavdrable environmental conditions are 
eligible for services from this project. A major project activity was to 
assist in the referral and transition of children into appropriate services in 
their local school districts. This was accomplished through (1) consultation 
to and collaboration with hospital staff including primary care nurses, and 
social work and child life staff; (2) consultation to local school district 
staff regarding the developmental assessment: findings; and (3) follow-up 
services by project staff during the transition phase and at 6 and 12 months. 

POPULATION SERVED; 



The Early Referral Project has served approximately 165 infants and 
toddlers (birth to 3 years) from February 1984 through September 1985. These 
are children who experience long term or frequent; hospitalizations and are 
identified as having handicaps (mental, motor i sensory) or are at significant 
risk for developmental problems. 

Evaluation services available to clients may include developmental, 
speech, physical therapy or occupational therapy assessments. In 88% of the 
cases developmental assessments, including psychological i educational, or 
speech evaluations were completed; 62Z received physical therapy screenings; 
and 58% received occupational therapy screenings. 

REFERRED; Of the 165 children referred, 65% of the University referrals 
and 48% of the St. Joseph Hospital referrals had been referred to their 
school district of residence. The referrals wete made to a total of 34 
different school districts in Nebraska. The largest number of referrals 
from any one single school district was made to the Omaha Public Schools. 

NON-REFERRED; Of these 165 children, 35% of the University referrals and 
52% of the St. ^Joseph Hospital referrals were not referred to their 
school district' of residence. Reasons for non-referral included; failure 
of children to meet, eligibility criteria for school services, children 
whose illnesses were so critical that parents elected not to refer and in 
several cases death of the child. It is felt that the high percentage of 
children not eligible for referral at St. Joseph Hospital reflects the 
socio-economic at-risk status of the population that that hospital 
serves. Children in this group continue to receive follow-up evaluation 
through the Early Referral Project to monitor their developmental status. 



DISSEMINATIONr 



During thm third year of this demonstration project, staff efforts have 
expanded to Include demonstration and dissemination efforts. One major 
dissemination activity has been the development of this Case Coordination 
Resource File. It was felt that this type of resource material vould^ 
facilitate hospital staffs in their referral of children to educational and 
community resources. Other dissemination efforts include providing workshops 
to health care and educational professionals who are interested in learning 
more about school referral procedures, care needs of the child with 
developmental disabilities, and the needs of the child's family. 



Early Referral Project Staff: 

Cordelia Robinson, Project Director 
Kaye Bataillon, Parent Infant Educator 
Wendy Bruce, Physical Therapist 
Nan^y Fieber, Educational Consultant 
Deaiue Flnkl^r, Evaluator 
CatHy George, Speech Pathologist 

Rosemarie Hartleyt Maternal Child Health Clinical Nurce Specialist 

Mary Lou Henderson, Occupational Therapist 

Barbara Jackson, Coordinator, Parent Infant Educator 

Cheryle McAllister, Maternal Child Health Clinical Nurse Specialist 

George Mlyasaki, Pediiktrician 

Janet Rose, Infant Evaluator 

Steven Rosenberg, Clinical Psychologist 

Linda Schaeffer, Speech Therapist 

Shelley Stern, Secretary 

Peggy Kidwell-Udin, Maternal Child Health Clinical Nurse Specialist 
Penni White, Physical Therapist 
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DESCRIPTION OF MATERIALS IN CASE COORDINATION RESOURCE FILE 



• Guide for R«ferral an d Case Coordination for Young Children In Hospital 

Settings - This guide was designed to be used l)y Case Coordinators as a 
resource for understanding the school referral process for children 
handicapped in Nebraska as well as identliying other service needs in 
planning for those needs. This guide provides factual information 
regarding school referral process and comprehensive case coordination. 
It also includes resource information in the form of descriptions, 
reading materials, and paoq>hlet8 for parents., 

• Speaking for Children ; Directory of Resources for Nebrtska Children - This 

is a directory of resources for children, developed by the Junior League 
of Nebraska. It was intended as a guide to finding services for chlldrett 
in Nebraska. The listings that are provld*.d in this guide were not 
Intended as endorsements or reconmendations of agencies, groups, or 
services. This directory is located in the Resources File. Additional 
copies may be purchased for $10.00. 

• Nebraska Educational Directory - This is a directory published by the 

Nebraska Department of Education. It provides a listing of all state 
education offices, educational service units, and school district 
personnel in Nebraska. This directory is located in the Resource File. 
ADdltlonal copies may be purchased for $2.50 at the State Department of 
Education. 

. Parent's Handbook - This handbook is designed to provide families with an 
organizational method for filing and maintaining records and corres- 
pondence regarding their child. It provides parents a means of 
collecting Information and maintaining a bocklet of information on their 
child regarding family and birth history, medical history, developmental 
and educational history, a listing of professionals they have contact 
with, and a parent log: This handbook is located in the Resource File. 
Additional copies may be purchased at Meyer Children's Rehabilitation 
Institute for $5.00. 

• Resource. G uide for Parent to Parent and Advocacy Organizations - This is a 

Nebraska Directory of parent to parent support groups for parents whose 
children are ill. Injured, disabled or whose child has died. It also 
includes organizations and associations for specific disabilities or 
illnesses. Pilot Parent groups, and a listing of state agencies serving 
people who have disabilities. This directory is located in the Resource 



. Directory of Nebrask a Home Health Agiencies - This resource summarizes 

individual agency respons<2s to a statewide survey of Home Health Care 
Agencies concerning services available to chronically ill children and 
their families. It includes the range of services offered by each 
agency, as well as information about the child that the agency wishes to 
be forwarded by the discharge hospital. The directory is intended to be 
shared with parents prior to the day of discharge to help facilitate 
pre-dlscharge planning with the agency that best meets their needs. This 
directory is located in the Resource File. 
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Parant and Teachar Fact Sheata! Conditions. Proc^durea, and Medlcatlo na 
Ragardlng Davlopman tally Dlaablad Children - The fact sheeta »rm 
concise Introductory level explanations of entitles /conditions, 
medications, and treatment procedures frequently associated with children 
who have developiental disabilities. While they are geared to parents, 
they are also suitable for use by teachers and therapists. Many of the 
fact sheets were compiled under the Early Referral Project funding; 
however, publications of several other service groups are Includid. 
Where possible, conditions, procedures and medications are 
cross-referenced. This directory Is located In the Resource File. 




SCHOOL REFERRAL PROCESS 



Ellglblilty Crlfrla 

1. Are thtr« tducatlonal services for infant and preschool children with 
handicaps in Nebraska? 

PL 94rl42 of the Education of All Handicapped Children Act of 1975 and 
Nebraska LB889 ensures that all handicapped children have available to 
the* free, appropriate public education which Includes special education 
and related services. In Nebraska local school districts oust upon 
^ff?^^ request provide educational services for resident, handicapped 
chlldifen fro« the date of diagnosis through age 21. 

2. Which infant and preschool children with handicaps specifically benefit 
froa this law? 

Eligibility for free public school services for children 0-5 years is 
based upon meeting criteria as disabled in one or acre of the following 
categories; medical, behavior, speech and hearing, retardation aid 



vision. 



Service Options 



3. 



What services will the schools provide? 



4. 




educational services are available for Infants and toddlers? 



5. 




services are available for preschool children? 



6. 




related therapeutic services are available? 
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ways tn which tht child coMunlcatt* with othtirs In his world. Also, 
partnts art Inttrvlawad to obtain additional IniforMtlon about how tha 
child aakas his wants and nttds known. Children who nted thtrapy art 
rtftrrtd to thtlr local school districts or othtr cowinlty astnclts for 
htlp. 

Physical thtrapy - Provldts diagnostic and thtraptutlc strvlcts for 
chlldrtn with physical dlsabllltlts, abnotMl aotor d^vtlcpMnt or dtlays 
In gross aotor davtlopMnt (sitting, crawling, walking). Thtraptutlc 
strvlcts art gtntrally dtslgntd to pravtnt orthoptdlc dtfot»ltlts, 
facllltatt gross ■otor davtlopstnt and aaxlalzt tht child's ability to 
act upon hls/htr tnvlronatnt. 

Occupational tharapy - Bastd on tht btlltf that purpostful activity, or 
occupation, aay bt uatd to gantratt adaptlvt skills of chlldrtn with 
davalopMntal dysfunction. DavtlopMntal actlvltlts such as faadlng, 
■ova»tnt, play, and inttractlon with othtrs art tht prlaary occupation of 
Infants and young chlldrtn. ty using intrinsic aotlvation and purpostful 
actlvltlts, occupational thtrapy parsonaal tncouraga tha child to acqulra 
an Incrtaaing rtptrtoirt of davtlopaantal skills and coping bthavlor 
patttms. Inttrvtntion proMtts stnsorlaotor, psychosocial, and 
cognltlva functions and aay pravtnt dlsablUty or dtcrtasa dysfunction In 
ordtr for the child to aatt ptrsonal natds and adapt to tht daaands of 
tha tnvlronatnt. Occupational tharapy facllltatts tht ptrforaanct of 
partnts in coping tfftctlvtly with tha challtngts of cartglvlng and 
faally Ufa. 

7. Vho provldts thast strvlcts for Infant and prtschool chlldrtn with 
handicaps In Ntbraska? 

Tht local schools art rtspcnslblt for piovldlng approprlatt sarvlcts for 
handlcappad chlldran who rtsldt In thtlr school district. If a school 
district dots not tltct to providt its strvlcts dirtctly thty may 
contract with a qualifitd facility to providt thost strvlcts. Such 
providtrs could induda anothar school district. Educational Sarvicc 
Unit, or othtr strvict agtncits or priyatt practitiontrs in tht state. 

Rtftrral Proctss 

8. What do schools do whan a child is rtftrrtd? 

A school oust first dtttralnt if a child is tligible for strvlcts as 
dtfintd by statt law in Rula 54. Schools havt tht options of rtvitwlng 
axistlng avaluation rtports on chlldrtn that art providtd by othtr 
agtncits or conducting their own Indtptndtnt tvaluations. Tht results of 
these evaluations will deteraine a child's eligibility for services. 
Racoaaendations regarding placcaent are based on the results of these 
evaluations and the concerns of tha school's placement teaa. By rule 
parents aust be included as aeabers of this teaa. 

9. Are there places to obtain evaluations other than through the local 
school district? 



ERIC 
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iB addttlon to cht •ehbol* ch«rt art o^htr agtneltf. or Individual* in 
private practice approved to provide diagnoatic aervlcea for deterKlnini 
achooX eUflbility. See Appandlx C for a liatlng of private, licented 
phyaical, occupatioiiail and apeeeh therapiata in Nebraaka. Som acency 
(optioaa are Educational Service Vnlta, Boya Towr National Inatitute, 
Cotad Diagnoatic Center, Berkley Center at OML, and Heyer Childrin'a 
Rehabilitation Inatitute at OHMC. Evaluationa can occur in theae aite* 
on requcat of the achoola or parenta. If an agency or private 
practitioner ia ua^^d at parent requeat. narenta are reaponaible for 
pavMnt unleaa prior approval froa the achool diatrict waa obtained. — 

Bow doea one refer a child for aervicea? 

?jrenta> health care profeaaionala, aoclal vorkera, educatora, 
therapiata, and other profeaaionala My refer a child for educational 
aervicea to their local echool diatrict. In aoat eaaea a contact peraon 
would be the Director of Special Education or the Superintendent of 
Schoola. The preafdent of the local adiool board will need to be 
contacted for aaaller achool dlatricte who do not have a Superintendent 
of Schoola. Safer to the Mebraaka Educational Directory, located In the 
Reaource file, for a liatlng of all achool dlatrlcta and their peraonnel. 
Beferrala ahould not be aade without written parental conaent. 

Hhy in follow-up Important after dlacharge? 

Once the child haa been referred for service* it la iaportant to uke 
foUow-up contact with either the parent or the achool ayatea to enaure 
that aervicea were initiated. Pollow-up InfonMtion could be obtained 
via letter, phone call, or fro« parenta in follow-up dlnlca. 

Ia apedal education for infanta and preachoolera coi^ulsory? 

Although achoola are obligated to provide aervicea for eligible 
handicapped infanta and preachoolera, parenta are not obligated to 
requeat theae aervicea. 

^T,^***'! "^•'^ ••'fvlcea are mandated for infant and preachool 

children? 



In aoM Inatancea auch aa caaea of child abuae or neglect, aervicea nay 
be aandated thfough court order. 

Riak Population 

What optiona are available for a child who ia not eligible for •ervic^a 
but ia at riak for developaental delaya? 

Continued aoLi; >ring of children who are Initially found in«llgible for 
schccl ^4'jylcea la highly recovended. Peraona having ongoing contact 
tu iha child such aa health care, aoclal aewlcea, and (>ther 
.v^ttalonale Kill be able to aonitor the child 'a developnent/ If there 
change in their developMntal atatua, children aay be rr.-referred to 
school diatrict at any tlae. Typically achoola will not recontact 



parents regarding follow-up evaluations for children who they 
found to be ineligible. 



15. Are there any educational intervention services available for the at-risk 
child? 

There are very few service options in Nebraska for "at-risk" children who 
do not meet eligibility criteria for educational services. The primary 
statewide mechanism would be the Head Start Program which typically 
offers a preschool program (See Appendix C). In addition, Omaha Head 
Start provides a parent/infant program. Speech, physical and 
occupational therapy services can be obtained on a private basis. 

Parental /Children's Rights 

16. Once a child is receiving school services, what control do parents have 
over the content of their child's school records? 

While prior request is necessary, parents have a right to personally 
review and request copies (possibly for a fee) of the contents of all of 
their child's school records. If upon inspection, parents find 
information which they feel is inaccurate, biased or misleading, they may 
request that it be corrected, or removed. If the request is refused, a 
hearing may be initiated. At the hearing if a decision is made in favor 
of the school, the parents may add their own statement to their child's 
file. 

17. Who else has access to a student's school record? 

While school district professionals who are involved with the child's 
educational program have a legitimate reason to review educationally 
related records, those persons without legitimate interests have no legal 
right to access student information without expressed written 
authorization of the parents or legal guardian. Schools usually keep a 
record of the signatures of those persons who have in fact reviewed 
Individual students' records. 

While reports and records may remain in the child's cumulative folder in 
the school district offices, year to year records in the school setting 
usually contain only those data that are pertinent to the current ■ 
educational nee^ds of the child. A prior educational "label" need not be 
conveyed to subsequent educators unless parents so desire. 

18. What can parents do who are dissatisfied with their child's educational 
program? 

Ptirents shoulri first discuss concerns with the educational staff and then 
their local school district administration. Parents may wish to have an 
independent evaluator assess their child. They may then bring those 
results back to the local school district. Such an evaluation will, 
however, be at their expense. If parents are not able to reach a 
satisfactory resolution with their district, they then have the option of 
appealing their district's decision to the Nebraska Department of 
Education. See Education for handicapped Children in Appendix F. 
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Parent Organizations /Resources 



19. Are there any cf types programs specifically for parents of handicapped 
children? 

A parent to parent organization is beneficial where parents can support 
each other and share information on having a handicapped child. One such 
groip is Pilot Parents. In the Resource File there is The Resource Guide 
for Parent to Parent and Advocacy Organizations and a directory of parent 
support groups, advocacy groups and disability organizations in the state 
of Nebraska. 

In Appendix F there are copies of several resources for parents. You may 
wish to obtain a supply of these resources to have on hand in your 
setting. These pamphlets are the following: 

- Guide to Your Child's Bfevelopmental fcsessment 

This pamphlet explains an interdisciplinary evaluation process and what 
to expect from each discipline. Simply written, this can be helpful if 
given prior to the evaluations. 

- Handicapped Children; Their Right to an Education: Information for Parents 

this pan^hlet parents are informed of the laws in special education 
and their child's right to an education. 

- Nebraska ChildFlnd; B enefiting the Handicapped Children o: Nebraska 

This brochure explains the purpose of Nebraska ChildFlnd to assist 
parents in finding a special education program and related programs for 
their child. 

- Education for Handicapped Children 

This pamphlet provides information regarding the role of the parent in 
their child's educational program, i.e., the lEP process and the child's 
records and due process. 

- Parent's Handbook - A handbook that provides families with a system for 

maintaining records and correspondence regarding their child. 
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GUIDELINES FOR IMPLEMENTING REFERRAL FROM THE HOSPITAL SETTING 

When should a child be referred to determine eligibility for school 
services? 

The following are eligibility criteria for educational services as 
outlined in the Rule 54: Regulations for Early Childhood Special 
Education Programs Title 92. Nebraska Administrative Code. Chapter 54. 
NDE (1981) t pages 10-11. 

Program Eligibility 

Children shall be eligible when the diagnostic procedures have been 
carried out in accordance with this Rule and when it has been determined 
that the child meeti one or more of the following criteria: 

Visual Impairme c ^ 

The loss of vision meets the definition of legal blindness or 
the resulting deprivation in expected development qualifies the 
child under the designation of developmentally delayed. 

Hearing Impairment 

A bilateral hearing loss is verified at or exceeding a level of 
40 dB as indicated through a pure-tone average of the speech 
frequencies, and a delay relative to social, communication, or 
behavior skills is documented by appropriate staff. Children may be 
eligible for consultative services if the condition is such that 
amplification is recommended in order to ensure appropriate 
social/communication growth; if a chronic ear pathology has been 
verified by a physician or other certified personnel and a 
subsequent delay in oral communication is observed and verified, or 
if a bilateral or unilateral sensory-neural he^iring loss is verified 
at or exceeding a level of 40 dB as indicated through a pure-tone 
average of the speech frequencies. 

Developmental Delay 

The developmental delay resulting from mental retardation, 
speech and communication disorders, and specific learning 
disabilities as assessed on a standardized wide range developmental 
instrument administered to the child are two or more standard 
deviations belcw the norm or if any handicapping conditions can be 
expected to produce such delay in later childhood (e.g., Down 
Syndrome). 

Physical Handicaps 

In the opinion of the diagnostic team the physical handicaps 
result in an inability to develop the skills necessary to function 
in the standard school program. 

Disturbed Behavior 

In the opinion of the multi-disciplinary team the disturbed 
behaviors exhibited by the child represent a significant impediment 
to the acquisition of skills necessary to function in the standard 
school program. The child may exhibit behaviors described as 
hyperkinetic, autistic, withdrawn, or aggressive. 




Who should be made aware of any consideration of referral? 



aiildren were typically identified in the Early Referral Project by Child 
Life or Nursing staff. Concerns with the child's development should 
always be discussed with the attending physician who is in charge of the 
child's care during hospitalization. If the attending physician is not. 
the primary care physician, he or she will want to confer with the 
child's local primary physician. If a referral is recommended based on 
any. developmental concerns, this proposed referral should then be 
discussed with the parents before any action is taken. 

What are the criteria for referral of children for consideration of 
school eligibility? 

The initial point of contact for children referred on the Early Referral 
Project has been either a Parent Infant Educator or a Maternal Child 
Health Nurse specialist. Once parental permission was obtained, an 
Initial step in the evaluation was an assessment of the child's 
functioning in regard to sensorimotor development. Such an assessment 
was seen as a necessary first step for each child as a means of making 
further decisions regarding other disciplines which were appropriate for 
the child. 

Where should evaluations take place? 

Developmental assessments can be completed either during hospitalization 
or through the local school districts once the referral has been made. 
Factors to consider when determining whether the evaluations should be 
completed in the hospital or community are the following: 

- availability of qualified staff 

- cost of the evaluations, and availability of funds to pay for • 
evaluations during hospitalization 

- facilitation of services if evaluations are completed prior to 
the child's discharge from the hospital 

- need for evaluations for completion of hospital 
diagnostic wofk-up. 

Can services be initiated while a child is in the hospital? 

Yes, if it is appropriate to do so. In cases of a long hospitalization, 
schools may elect to provide services in the hospital. 

When should a child be referred to a specific discipline for evaluations? 

The team will decide what disciplines should be contacted to provide 
evaluations. Suggested criteria developed by psychologist /educator, 
speech, physical and occupational therapists are presented in Table I. 
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Who should receive medical and evaluation records? 



To help coordinate services for the »:hlld In the community, medical 
records should be sent to those agencies that will have primary contact 
with this child and family, such ar^ local school districts, home health 
care agencies, local physlciaiis,, and social services. To facilitate 
getting records to other agencies, releases could be obtained during the 
child^s hospitalization. Remember to remind parents to request and to 
keep medical and evaluation records of their child. The parent resource. 
Parent's Handbook s contains a suggest:ed format for keeping this 
information. (A copy of the Parent's Handbook is located in Resource 
File.) 

What Information should parents keep for their child's record? 

It is Important for .parents to keep a current file on their child's 
medical and health history and educational development. Information for 
parents to collect Includes: 

- names, addresses and phone numbers of professionals whom parents 
have contacted or to whom they have been referred; 

- birth, medical and developmental history; 

- medical records, including dates, locations, and physicians' 
names; 

all diagnostic and follow-up evaluation reports; 

- Individual Education Plans, and other communications with the 
school. 
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TABLE 1 
EVALUATION CRITERIA 



Criteria for Psychological/Educational Evaluation 

Assessment of Infants with a broad based standardized developmental assessment 
such as the Bayley Scale Is generally recommended with the following cautions. 

Neonates -to four months of age: 

1. Formal standardized assessment Is not generally recommended during this 
period; however. If assessment Is needed for certification for services 
It Is best to wait until the child Is 3 months of age. In cases of 
significant prematurity, evaluation should be deferred until the child Is 
at least. 3 months corrected age. 

2. Informal observations/developmental screening In collaboration with other 
disciplines Is recommended for several categories of children who are 
at-risk for or who are demonstrating developmental delays. 

Infants four months of age or older: 

1. The Bayley Scales of Infant Development (Mental and Motor Scales) are 
recommended at this age, unless the child has significant motor or 
sensory impairments. In such cases it may be useful to administer the 
Bayley Scales but they should not be considered to be reliable for 
prediction of future status. This testing is done in order to evaluate 
the child's overall developmental age. 

2. Educational assessment is also recommended at this age for the purposes 
of determining cognitive abilities, as well as serving as a basis for 
Developmental Suggestions. 

3. These developmental assessments should be completed if possible when the 
child is medically stable. This will typically be close to the child's 
discharge from the hospital. Prior to this point systematic observations 
based upon developmental guidelines may be made. 

Criteria for Speech/Language Evaluation 

Neonates to infants^ six months of age should be seen by a communication 
specialist . 



. As early as possible if the child presents one of the following syndromes 
or physical disabilities putting him at risk for communication 
development: 

a. Cardiovascular accident 

b. Tracheostomy (longer than 3 weeks) 

c. Cleft palate/lip 

d. Hearing disorder 

e. Syndromes with oral motor involvement such as a physical 
sign, e.g., whistling face, cri-du-chat, Noonan's, etc. 
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TABLE 1 (continued) 



ERIC 



2. Children six months or older should be seen by a communication specialist 
when social/affective/vocal/nonvocal behaviors seem out of synchrony. 
Such asynchrony has been observed in the following syndromes: Fragile X 
Syndrome, Down Syndrome, motor disorders, failure-to-thrive. Fetal 
Alcohol Syndrome, sensory deficits, prematurity (low birth weight), and 
long term NICU care (8 months or longer). 

Criteria for Occupational Therapy Evaluation 

Neonates to infants six months of age should be seen by OT if the following 
conditions are presented: 

1. Cerebral vascular accident or babies demonstrating significant 
asymmetry in their position and movements. 

2. Babies being given supplemental feedings because of weak and 
inefficient oral-motor skills. 

3. Babies going home on tube feedings due to problems that may not be 
related to specific oral-motor problems such as aspiration, cardiac 
problems, short bowel problems, etc. 

4. Children with identifiable neuromotdr problems related to disorders 
such as myelodysplasia, hydrocephalus, or severe anoxia. 

5. Babies with syndromes causing significant joint deformity of the 
upper extremities such as arthrogryposis, congenital amputation of 
multiple digits, or more extensive upper extremity involvement. 

Children six to eight months or older should be seen by OT when the following 
conditions are presented: 

1. Previously mentioned problems if no previous OT involvement. 

2. A significant delay in fine motor skills associated with neuromotor 
problems; significant weakness; increased tone; obvious tremoring 
(Down Syndrome^ cerebral palsy, myelodysplasia) 

3. Failure to thrive babies. 

4. Infants with significant oral-motor problems associated with 
feeding, gagging, choking, or refusal to advance in types of foods 
taken. 

Criteria for Physical Therapy Evaluation 

Neonates and infants^ up to four months should be seen by a physical therapist. 

1. As early as possible if the child presents one of the following 
syndromes or disabilities making him at risk for motor development 
or postural deformities: 

a. Cerebral vascular accident or significant asymmetry in 
position and movements 

b . Myelomeningocele 

c . Arthrogryposis 

d. Osteogenesis imperfecta 

e. Amputation or limb anomalies 

f . Syndromes involving muscle tone, strength, or joint 
limitations 
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TABLE 1 (continued) 



Children four months or older should be seen by a physical therapist 
when there is delayed motor development or poor quality of movement 
with a history such as: 

a; Prematurity (low birth weight) 

b. Intra-ventricular hemorrhage 

c« Hydrocephalus 

d« Bronchopulmonary dysplasia 

e« Failure to thrive 

f • Asphyxia (especially with low ^gar scores and seizures) 
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COMPREHENSIVE CASE COORDINATION PROCESS 
Casfi Coordination Role 

Case coordination or case management for developmentally disabled persons Is a 
necessary service that Insures that a client's needs are addressed and 
services are provided. The case coordinator Is responsible for ensuring the 
coordination of planning, service delivery ^ monitoring ard following up on 
recommendations • 

The case coordination process begins when a person first enters a service 
system and should continue throughout the period of time the child Is 
receiving services from that agency. The family will be an Integral part of 
this coordination process. The case coordinator's duties will depend on the 
agency's definition of case coordination and the needs of the Individual child 
and that agency's relationship to other agencies which may be Involved In 
providing services to a family. Tasks typically Include collecting the Initial 
Information on the child; coordinating assessments; conducting case 
conferences; ensuring that necessary documentation Is In the file; and making 
arrangements for follow-up. 

In settings where multiple disciplines are Involved, the needs of the child 
may determine who should be the case coordinator. For the child who has many 
medical problems, a nurse might be an appropriate case coordinator. If the 
major concern Is in the area of speech and language development, a speech 
pathologist might be the appropriate person to assume the coordinator role. 
In some settings a social worker or child life specialist may assume the role 
of case coordinator. The case coordinator may change depending on the child's 
needs. When such changes occur it is Important that all team members be 
notified of the change. 

If your hospital or agency does not have a system of case coordination, they 
may want to consider instituting one. 

Record Forms for Case Coordinators: 

• The Worksheet for Case Management Plan from Getting Children Home: 
Hospital to Community (found in Appendix C) and Family Needs 
Checklist Planning Forms (on pages 15 - 17) are both designed to be 
used by case coordinators in identifying needs and planning for those 
needs. ^ 

Reading Resources for Case Coordinators 

^ Early Intervehtion - A Team Approach , edited by K.E. Allen, V.P.A. 
Holm, and R.L. Schiefelbusch, Baltimore: University Park Press, 1978. 

- Case Management in Human Service Practice > edited by M. Weil, J.M. 
Karls, San Francisco: Jossey-Bass Publishers, 1985. 

- Coordinat ing Services to Handicapped Children: A Handbook for 
Interagenc y Collaboration , edited by J. Elder & P. Magrab, Baltimore, 
London: Paul H. Brookes Publishers, 1980. 
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FAMILY NEEDS CHECKLIST PLANNING FORMS 

The Family Needs Checklist Planning Forma are designed to be used by case 
coordinators as an aid to identify service needs and planning for those needs. 
Available resources in this at^tr have been identified by following this form. 
Description of those resources are located in the noted appendices. 

There are a number of statewide resources that are available and can 
provide information on services in local communities. They are: 

NEBRASKA CHILDFIND 

Toll Free 800-742-7594 

Nebraska ChildFind will assist parents of handicapped children find 
proper special education or related programs to benefit their children. 

HOTLINE FOR THE HANDICAPPED 
Toll Free 800-742-7594 

An information and referral program which provides information on service 
agencies, associations and other resources in the State of Nebraska that 
provide services to handicapped persons. 

DIRECTORY OF RESOURCES FOR NEBRASKA CHILDREN: SPEAKING FOR CHILDREN 
One copy can be found in Resource File. 

This is a directory from the Junior League of Omaha and the Child Saving 
Institute: a guide to find services for children and their families in 
Nebraska. It can be obtained for a fee at the following address: 

Child Saving Institute 
115 South 46th Street 
Omaha, Ne. 68132 
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FAMILY NEEDS CHECKLIST/HEALTH CARE THERAPY AND SUPPORTIVE RESOURCES 

CONTACT LIST 



■Ik ^ 



NAME AND ADDRESS 



NOTES 



1. PRQfAXY CARE ParSICZAM 



2. NEUROLOGIST 



3. ORTBOPEDICS 



4. SPECIALTY CLINICS 



5. - PHYSICAL THERAPIST 

6. OCCUPATIONAL THERAPIST 

7. SPEECH/HEARING THERAPIST 

8. COUNSELING 

9. VISION TESTING 

10. HEARING TESTING 

11. GENETIC COUNSELING 

12. DENTAL HEALTH 



13. ADVOCACY GROUPS • 



14. FIRST AID TRAINING 



15. PUBLIC HEALTH SERVICES/VNA 



Adapted by Early R«f«rral and Follow-up Projact; Univaraity of Nabraska Madical Cantar 

^jEfiS'S'rf; ^'"f '•=^'y Involv«.ant with At-Rl.k and HandicwaTlSinS * 
An HCEEP Modal Demonstration Project, Univaraity of Idaho, Moscow, Idaho 1985 



FAWiy WEEDS CHgCiaiST/PARENTOI/EDUCATIONAL INFORMATION 
PLANNING USX 



♦Priority- 3 high, 2 »6d«r«t« 
I low, 0 do not want 



1 Priority* 


Plan & Racord 


!• HOW to M your child's caao Mnagor. 




• 


2. Umb rtUtod to Spocial Education. 






your child. 






#• Huoicappxng condiUons. 






Ndtiuu MvoiopMni: 

«• aotor/phyticml dowlopMnt. 






t>. Xanguago/coMunication. 






c. eo^nitivo/iaamlng abiliiias. 






sail-halp skills. ' 






a. social skills. 






6. Ttstlng: — 
a. raasons for tasting. 






b. rasuits of tasts. 






c. how tasts affact my child. 






7. HOW to mtaract witn profassxonAi 
who sarva your child. 






8. Kacord Kaaping^ 






Tl skills for ootalAing/aaking 

for infomation or sarvica. 






LO. strass nanagamant. 






Li Tima managanant. 


i 


1 



V J l ^ ^JA"*^ ^""""-"P P'^'J'"; Unlv.rilty of N.br..k« Mtdlc.1 C.nt.r. 
?r5?EE?'Sl!l!f*A.iJ'^'''? Involvea.nt with At-Rl.k «nd H«ndlc«pp«i Infant.! 

An HCEEP Mbd.1 Oavn«tr«tlon Project; Unlv.rilty of Idaho, Moscow, Idaho/1985 • 



ERIC 



21 



24 



FAMILY SEEDS CHECKLIST /PAIEMT SUPPORT SERVICES 
, PLAMNntG SHEET 



* 

1. RESPITE CAU 


YES 


NO 


COmENTS/CONTACT ET. 






• 


2. TIAMSPOirATIOII 








3. SUPFUmn SECDRITT nOOHB 








4. RmiAIIOM 








S. AID TO OiPEtlDElIT CHILDREK 








6, DAY CAU 








7. BABYSITTING 








8. FOOD STAMPS 








9. HOOSIMC 








10. LEGAL AID 








11. HEALTH INSURANCE 








12. INCOME TAX INFORMATION 






m 


13. SUPPORT CROUPS 








U. FEDERAL AND STATE FUNDED 
EDUCATIONAL PROGRAMS 









Ad«pt«d by Early R«f«rral and Follow-up Projtct; Univarsity of Nabraska Madical Center, 
Omaha, Nebraska, 1985 from Family Involvement with At-Riik and Handicapped Infanta 
An HCEEP Modal Demonstration Project; Univarsity of Idaho, Moscow, Idaho/1985 
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SEX 



^* ftiCUAXZOlttL 


1 

TES 


1 

MO 








• • 


nmxLT usHifsi^u.zTzis (onus) 
















SNOTZONAL SUPPORT 








^« PLAT GXOUr FOR KANDZCAPPEO CHILD 




- 




o« CAUSIVINC FOR HANDZCAPFEO 
SZBLZNCS 






• 


1* SIBLING SUPPORT GROUP 






" 


». SIBLII16 tbttdniON: 

a. rcgardlag haadlcapping eondltioa 

b. oeh«r 








y. siBLiN(i5 £dM£eU(5 ab6uT tuS future 








U. SIBLING £M££iU($ ABOUt MEDICAL 

PROBLEMS 









■I 



MtbrMka. 1985 froa Fatally InvolvaMnt with At-Rlak aad Haadlcappad Infants 
HCEIP Hodcl OMOMtratlba Ualvarslty of Idaho; Moscow, Idaho/1535 
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HEALTH CARE AND THERAPY CONTACT LIST 



ROLE DESCRIPTION 



Primary Care Physician 



Neurologist 



Orthopedist 



Specialty Clinics 



Genetic Counseling 



Dental Health 



Vision Testing 



Pediatriciau/general practitioner whom 
parents designate as their child's primary 
medical coordinator and health care 
provider. 

Physician who specializes in brain and 
nervous system disorders , including 
prescribing and monitoring of medications 
for seizures. 

Physician who specializes in conditions 
directly or indirectly involving the 
musculoskeletal system (i.e., cerebral 
palsy, spina bifida). 

Clinics, often multidisciplinary in nature, 
organized to serve a single group of 
handicapping conditions such as 
myelodysplasia or a single body systems 
such as endocrine, cardiac, etc. These 
clinics do not take the place of a primary 
care physician. 

Genetic counseling may Include tracing 
family and reproductive histories, physical 
examination, and/or chromosomal analysis. 
Probability estimates and current treatment 
approaches are offered to assist clients in 
decision making regarding chlldbearlng. 
Such counseling should be provided by 
persons with specialty training in this 
area. HBM Center for Human Genetics accepts 
self referral. 

A dentist with specialty training in 
pediatrics should be Involved in the care 
of a child with disability by the time of 
first tooth eruption. (Not all Nebraska 
dentists will serve this population. See 
Appendix B for a listing of dentists in 
Nebraska who have indicated a willingness 
to accept handicapped patients.) 

An ophthalmaloglst trained in pediatric 
conditions often is necessary for children 
with developmental disabilities . Some 
special educators have specific training in 
determining how a child uses their vision 
functionally. 
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8. Hearing Testing 



9. Community Health Nursing 
Services 



10. Counseling 



11. Occupational Therapist 



12. Speech/Language Therapist 



13. Physical Therapist 



ERLC 



It can Include assessment of sensory neural- 
(brainstem evoked response - BER) and/or 
conductive hearing losses (impedence 
testing) • 

Registered nursing services range from 
brief home visits to full 24 hour in-home 
care« Respite homemaker services may also 
be available* See Directory of Nebraska 
Home Health Agencies in this Resource File 
for specific agency offerings. 

Includes behavior management » f^ly or 
individual psycho therapy. Services are 
most appropriately delivered by persons who 
hold at least a Master's in So. il Work, a 
Ph.D. in Psychology with clinical 
certification, or a Master's Degree in 
Mental Health Nursing. See Appendix A for 
further resource information. 

Assists/intervenes to facilitate oral motor 
and/or fine motor functioning. 
Developmental ac^' ities such as feedjUig, 
movement, play ai interactions with others 
are the primary ^ ixa of intervention with 
Infants and young . illdren. 

Assesses /intervenes with children who have 
or are at risk for language and 
communication disorders « Prelinguistic 
communication in birch to three age group 
is included in this specialty • 

Conducts neuromotor assessments, 
designs/implements plans to include 
positioning and handling, bracing and 
adaptive equipment necessary for gross 
motor functioning and body alignment. 
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SUPPORT SERVICES PLANNING SHEET 



Resource Information is located in Resource File. See the Following: 

!• Advocacy Groups Resource Guide for Parent and Advocacy Organizations 

2. Alternative Care Options Appendix A> Appendix D 

3. Child Care Appendix A 

4. Department of Social Services (check applicable services) Appendix A 

^Adoption services 

--Aid to dependent children 

-Burial assistance _ 

-Day care assistance 

-Emergency assistance 

-Emergency shelter care 

-Food Stan^ Program 

-Foster care 

-Homemaker services 

-Job Support Program 

-Medicaid 

-Medically Handicapped 
Children's Program 

5. Equipment vendors Directory of Nebraska Home Health Agencies 

6. Funding agencies Appendix A, Appendix C 

7. Health insurance Appendix C - Paying for the Medical Help You Need 
8* Housing Appendix A 

9* Income Tax Information Appendix A 




11. Recreation Appendix A 

12. Respite care Appendix A, Appendix D - News Digest 

13. Transportation Appendix A 

14. Developmental Disabilities Council Appendix A 

15. Regional Community Based Mental Retardation Program Appendix A 

16. WIC (Women, Infants and Children's Program) Appendix A 

17. Other 
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I University 
of Nebraska 
Medical Center 



42nd and Dewey Avenue 
Omaha» NE 68105-1065 



;C. Louis Meytr 
Children*$.R«^abillt«tlon institute 
444 Soutii 44th Street . 
Omaha, Nebrasica 66131-3795 



SCHOOL REFERRAL LETTER 



Dear 



I would like to refer Ashley for evaluations through the Coleridge Public 
Schools. Ashley has been recently hospitalized (Septeaber 3 - 10, 1985) at 
University Hospital in Oaaha for a loedioal diagnostic workup. She has a 
medical history that includes perinatal asphyxia with subarachnoid henor* 
rhage, and seizures, with a subMquent diagnosis of cerebral palsy « She has 
visual problestt including an alternating strabisaus. She is being followed 
medically by Dr. Torkelson, neurologist, and Dr. Humann, orthopedist. 

Observations during this current hospitalization presented current concerns 
regarding delayed development. Hr. and Mrs. John B. have been made aware of 
this referral and will be contacting you. Their address is 1101 East 7th, 
Coleridge, Ne« and phone number is 402-782-1460. 



Sincerely 9 



Case Coordinator 
University Hospital 



cc: To Parents 



ss 



\ Q University of Nebraska— Uncoin 
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University of isiebraska at Omaha 



University of Nebraska Medical Center 



APPENDIX A 



RESOURCES 



^pendix A is a listing ot resources for children with disabilities and 
their faiiiilies. The general resource headings are organized alphabetically. 
They are the following: 

Alternative Care Option 
Cbild Care 
Counseling 
Department of Social Services 
Developmental Disabilities Council 
Funding 
Housing 
Income Tax 
Recreation 

Regional Community Based Retardation Program 
Speech and Hearing Therapists 
^ Transportation 




ALTERNATIVE CARE OPTIONS 
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The following are options for residential out of hone placement for 
handicapped children in Nebraska. For further information, contact the 
Department of Public Institutions or the Department of Social Services. 

Residential Centers 

State residential centers (Beatrice State Developrntatal Center and units 
at Hastings Regional and Lincoln Regional Center) are designated for providing 
services to persons with mental retardation. Admission to these centers is 
contingent on the lack of resoutces in the community based mental retardation 
programs and the centers' capacity level. If community based services are 
available, residential placement will be there instead of the residential 
center. 

Coiaminity Based Progrflmg 

Comminity Based Programs through the State Office of Regional Community 
Based Mental Retardation Programs assist families in finding local residential 
care programs for their children with mental retardation. During infancy, 
children are placed in foster care homes which are privately contracted with 
the family. Payment is determined on an individual basis, but most caretakers 
assuiiic the child's Supplemental Social Security Income payments. Other 
residential options are available for older clients, including residential 
group homes. 

Other Alternatives 

For children who are not mentally retarded private foster care placement 
is also available. Contact the Social Services Department. Families may also 
go to Juvenile Court, indicating that they cannot take care of their child at 
no fault of the parent. If the court rules in their favor, the parent 
continue to have, some legal rights to their child but foster care, placement 
will be found. The Department of Social Services has more information 
regarding this possibility. 

Adoption 

Families who no longer feel that they can care for their handicapped 
child may seek voluntary relinquishment of their parental rights. Once again 
the Department of Social Services can be contacted. The child may then be 
placed for adoption and this can be done through the Department of Social 
Services or other private adoption agencies in the state. 

CHILD CARE 

Child Care 

Some private day care centers do accept handicapped children. They must 
be contacted on an individual basis. The following resources can help 
identify day care options: 

Speaking for Childre n; Directory of Resources for Nebraska Children is a 

directory of services that include day care services throughout the State 

of Nebraska. This is a project of the Junior League of Omaha and can be 

foft; *^ ^9Nixi% Institute, 115 South 46th Street, Omaha, Ne. 

68132* 
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in Omaha two referral agencies for day care services are available 
for a fe« ranging from $35 - $55. These include: 

- Answers- for Child Care at the Child Saving- Institute - 553-6000 

- Omaha Child Care Referral - 551-2379 

A listing of registered Day Care homes is available through the 
Nebraska Department of Social Services - 444-6134. 

Respite 

Respite care is temporary care for a child with handicapping 
conditions that can be provided periodically or on a regular basis. 
Services can be provided in the family's home or out-of-home care. Child 
care services may include specially trained babysitters, day care 
services, and/or respite care services. There are several community 
programs (e.g. , Red Cross) that train groups of people so that they can 
safely babysit children with special needs. 

The following resources can help identify respite care options: 

Regional Community Based Mental Retardation ProRrams 

Respite services are available through Regional Comminity Based 
Mental Retardation Programs in Regions V and VI. In some areas, respite 
care Is provided through the local Associations of Retarded Citizens or 
other individuals. The State of Nebraska ie divided Into six regions 
(See Appendix for a description and listing of the regional offices in 
Nebraska). A good resource for knowing the local respite service is your 
local Office of Mental Retardation. (See "A- 10" for listing of regional 
offices). 

Greater Omaha Associatic.1 for Retarded Citizens 

The Greater Omaha Association for Retarded Citizens sponsors a 
sitter /companion program. Trained sitters are available for a fee to 
provide short term relief to parents or guardians of persons with a 
developmental disability. 

Address: 3610 Dodge Street, Omaha, Ne. 68131 

Phone: 346-5220 

Child Saving Institute 

The Child Saving Institute has a Crisis Center which provides 
emergency residential care for children under 12 years of age dependina 
on the level of need. o i- » 

Address: 115 South 46th St., Omaha, Ne. 68132 

Phone: 553-1007 
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COUNSELING 



Counseling services for members of families who have a handicapped child 
may be needed for a number of reasons • Counseling may be provided to 
individual family members or to the entire family. Individual counseling for 
parents is generally designed to help a parent gain greater self understanding 
and acceptance. Often individual counseling is used to help solve specific 
personal problems such as learning to cope with stressful situations or 
understand depression. Counseling which involves both parents is often 
provided where problems exist between parents or for counseling on the 
management of their children's behavior. Family counseling is most often 
provided to help solve problems that involve all or several members of the 
family. Family sessions are designed to help solve family problems by 
changing the way members interact with one another. 

Group counseling is also available to help people learn to solve a 
variety of personal and child related problems. Usually group^s focus on 
specific types of problems such as child guidance or self-awareness. Groups 
may be time limited, running a specific number of sessions, or they may be 
continuing, so that there is no set point at which everyone leaves the group. 

Counseling services are available from a variety of sources. Agencies, 
both public and private, are common sources of counseling services. In 
addition many professional counselors, usually psychiatrists, psychologists, 
and social workers maintain private practices through which counseling is 
provided. In Nebraska psychologists and psychiatrists must be licensed. They 
should have had specialized training that allows psychiatrists to be boarded 
and psychologists to be certified. Social workers at a minimum should have 
received ACSV certification. 

DEPARTMENT OF SOCIAL SERVICES 

1. The following services are available under the Nebraska Department of 
Social Services. (See pamphlet in this book for further descriptions of 
these programs.) 

Aid to Dependent Children (ADC) is a state program for financial aid 
to dependent children including the not yet bom. See Appendix D 
for additional information. 

Food Stamp Program provides food stamps to those families meeting a 
certain income ^d resource limits. 

Job Support Program is a mandatory component of the ADC Program for 
recipients whose youngest child is over 3. The focus of the Job 
Support Program is the development of an employability plan which 
can include training, development of job search skills, and support 
services to enable ADC recipients to seek full time employment. 

Day Care Assistance Program provides payment for provision of day 
^are for low income families who are eligible. 

Medically Handicapped Children's Program may pay for medical 
expenses of handicapped children. 



Adoption Services find permanent homes for children who are free for 
adoption and whose present environments lack the stability of 
adoptive family settings. 

Emargency Shelter Care provides immediate, temporary homes for 
children up to 12 years of age in crisis situations. It is 
available when a family has no one else on whom to rely. In Douglas 
County call 553-6000. Contact local Social Service Office for 
information in other counties. 

Homemak«rs' Services provide services a* the homes of aged, 
physically or mentally disabled adults and families who are unable 
to adequately manage the family or household due to lack of 
knowledge, skills, or abilities. 

Transportation services are provided to aged and physically or 
mentally disabled persons to and from local community facilities 
whim no other transportation Is available. 

Foster care provides temporary family care for a child when the 
child's own family is unable to meet basic needs for care. 

Emergency Assistance is provided to needy families with minor 
children in situations where other resources are not available, 
e.g.. Imminent evictions, loss of utility services or exhaustion of 
food. 



County burial assistance is available through selected funeral 
directors if the estate of the decedent and/or the income and 
resources of responsible relatives are insufficient to meet burial 
expenses as defined by the Department of Social Services. Contact 
must be made prior to any arrangements in order for funding, to be 
considered. This procedure is' specific to Douglas County. If in 
other location, contact local office for services specific to that 
county. 

Children's Medical Program (Ribicoff) assists persons 20 years old 
or under in obtaining medical services when they do not qualify for 
other medical assistance. 

In Douglas County, there is a general assistance number of 444-6215. 
Specific numbers can be located in Speaking for Children: Directory 
of Resources for Nebraska Children ^ Junior League of Lini^nin, 

FUNDING 

One of the major state resources for funding handicapped children is in 
the Nebraska Department of Social Services. This and other funding resources 
are the following: 

The Mfedically Handicapped Children's Prog ram 

Diagnostic and treatment services are covered when they are within the 
scope of medical coverage when there is prior authorization by the Medically 
Handicapped Children's Program, e.g., hospitalization, diagnosis, general 
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care. Children are eligible based on diagnosis, medical treatment plan, and 
the family's ability to pay for the cost of medical care. Referral to this 
agency may be by a physician, parents, local social services office, social 
agencies, or others (See Appendix C). 

Disabled Persons and Family Support Program 

This program may authorize payment for such things as home architectural 
modifications; attendant care; non-medical costs incurred during treatment: 
counseling or training; home health; housekeeping; special equipment; respite 
care; and transportation. Other types of support may also be considered based 
upon individual needs and circumstances, Families with a disabled family 
member who need some sort of support to prevent 6ut-of-home placement are 
eligible for services. Financial eligibility is also considered dependent 
upon the gross monthly Income of the family and adjusted, to the family size. 
(See paiqphlet in this booklet for further description of this program.) 

Supplemental Social Security Income 

Supplemental Social Security Income (SSI) Program provides monthly cash 
benefits to blind and disabled children and adults. Handicapped children are 
eligible for SSI if tl ly meet the SSI blindness or disability guidelines and 
are financially eligibxe. The general standard in determining whether a child 
is eligible is whether the child's impairment has had or will have a severe 
impact on physical. Intellectual, emotional, and/or social development. 

A person may apply to the Social Security Administration Office by mail 
or in person by completing the application form. (See pamphlet in this 
booklet and information in Appendix D for further description of this 
program. ) 

WIC (Women, Infants and Children) Program 

The WIC (Women, Infants and Children) Program through the Department of Health 
is offered through 14 agencies statewide. The federally funded program 
provides nutritional services including redeemable vouchers for selected high 
quality foods to those pregnant women and/or children up through their 4th 
birthday (some provide services to age 5) who are determined to be at medical 
nutritional risk. (Call MCH Nutrition Division at Nebraska State Department 
of Health, phone 402-471-2781. 

Hotline for the Handicapped 

Call Hotline for further funding resources - 8C0-742-75S4i 
Reading Resources 

Paying for the Medical Help You Need (This article is located in 
Appendix C.) ~~ 

DEVELOPMENTAL DISABILITIES COUNCILS 

The Developmental Disabilities Councils are organized on a regional basis 
that parallel the six Office of Mental Retardation regions. Each regional 
council has a coordinating committee (see following for contacts) that is 
composed of professionals and parents of that community. Each council has a 
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dMignaccd aaount of state funds that thsy can spend according to the needs of 
their coawmity, e.g., support suamer camp prograas, sponsor workshops, 
aaterials for agencies, etc. No funds are available for direct services or 
equipment for Individual children. 



Evelyn Pinneker 
Chair, Region I 
Route 2, Box 103 
Mlnatare, NE 69359 

Ann McGee 

Chair, Region II 
1707 Polk 

LexlngCon, NE 69950 



Marlys Pearson 

Chair, Region III 
Holdrege Public Schools 
315 East Avenue 
Holdrege, NE 68949 



Kay Cattle 
Chair, Region IV 
920 Walnut Street 
Wayne, NE 68787 

Jerry Oestaann 

Chair, Region V 

Child Guidance Center 

312 Lincoln Center Building 

Lincoln, ME 68508 

Mike Monf ils 
Chair, Regii»n VI 

Nebraska Psychiatric Institute/UNMC 
602 South 45th Street 
Oaaha, NE 68106 



State Office - Developmental Disabilities Council - 471-2337 

HOUSING 

Facilities are available in Omaha for families of children using medical 
facilities in the Omaha area. 

Ronald McDonald Hous e 

The Ronald McDonald House of Omaha is located at the Boys Town National 
Institute and is funded by local McDonald restaurants. Boys Town National 
Institute, public contributions and donations from families staying at the 
house. Family donations range from $5.00 to $15.00 per night depending on the 
number of jruasts and the family's ability to pay. 

University House 

Families receiving medical care at the University of Nebraska Medical 
Center may stay at the residence. The rooms are private at a fee of $22 per 
night. To make reservations, call 559-5597. 

INCOME TAX 

The following materials are available. in the IRS Office: 



1. Tax Information for Handicapped and Disabled Individuals 
907. 



- Publication 



This publication covers the federal income tax rules of particular 

interest to handicapped and disabled people and to taxpayers with 
disabled dependents. 

2. Medical and Dental Expense - Publication 502. 
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This publication •xplains how to claim a d«ductlon for aedlc«l and 
dtnt«l •xp«ns«c. 

3. Child and Dapandant Cara Credit & Eqiloysent Taxaa for Household 
Bi9loyaaa - Publication 503. 

This publication explains tax credits if you pay soMone who is 
taking care of a dependent who is under 15. a diKabled dependent or a 
disabled spouse so that one can work or look for work. 



MGIOMAL COMMDNITY BASED MENTAL RBTARDATIOH PROGRAMS 

Through efforts of parents and others, the Nebraska Ugislature undated 
that services for those with Mntal retardation be established within local 
cowinltles. The state was divided into six regions with each region 
responsible for clients in their counties. The State Office of Mental 
Retardation is under the Departaant of Institutions. 

The) Regional CoMinity Based Mental Retardation Prograa offers a range of 
services for children and adults including residential care, vocational 
training, and secial services. (See page AlO for regional offices listings.) 

RECREATIOW 

Children can participate in recreational prograu tUat Include suaoer 
ca^>s, after-school progrsM, and clubs. Inforwitlon regarding recreational 
prograM in Nebraska can be obtained through the following resources: 

Hotline for the Handicapped, Toll Pree Number - 1-800-742-7594 

Nebraska ChlldPlnd, Toll Pree Nuidier - 1-800-742-7594 

Speaking for Children: Directory of Resources for Nebraska Children - 

Junior League of Lincoln. 
Directory of Recreation Programs for People with DavelopMntal 

Disabilities for Douglas County - Davelopaental Disabilities 

Counca/Sreater Oaaha AssodatioA for Retarded Citizens (See Appendix 

G for a paaphlet) 

Pipal Park in teaha at 78th and Center Street was especially planned for 
children with disabilities. *- / fx « mr 

SPEECH AND HEARING THERAPISTS 

Local school districts are the primary resource for speech therapy 
'Ili*"*! ^ f?* . language therapy My not always be a part 

of the individual child's program. Por those children not eligible for speech 
and language services private practitioners would be available in most cities. 
Por information on a listing of licensed speech therapists contact the ' 
Depirtment of Health - Bureau of Examining Boards - 402-471-2115. 

The following is a list of some agencies that can provide private 
speech/language services: 

Boys Town National Institute for Communication pi«order« in Children 
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Address: 555 North 30th Strtf.e, OMhs 
Phon«: 402-449-6540 



bunusl Ktdlcsl C«iit«r 
Address: 6901 North 72nd, Onahs 
Phons: 402-572-2277 

Uboricory of Speech «nd Lanfusgc Disorders 
Address: 4256 Dougles St.* Ouhs 
Phone: 402-551-7338 

Speech lehabllltetion Services 
Address: 12793 Q St., OMhe 
Phone: 402-894-0387 

University of Hebreska Speech end Hearing Clinic 
Address: 202 Berkley Center, Lincoln 
Phone: 402-472-2071 

T8A NSP0KTAII0H 

School districts are responsible for providing or relaburslng parents for 
transportation for educational programs or educationally related evaluation*. 

Transportation services to and froa local coMunlty facilities are 
provided by Oepartaent of Social Services for financially eligible persons who 
are also aged, physically or aentally disabled persons. Other options for 
transportatlun aust be utilized before this funding is available. 
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REGIONAL OFFICER 



RtglofilbNiMof Mmtal 
Retardation 

1721 Broiidway 
Box 1327 

Scottsbluff. NE 60361 
(308)635-3444 



Rtglon II Sarvicaa for tha 
Handicappad 

30116 NorritAvanuft 

Box6d3 i 
McCook. NE 69001 
(308) 345-2495 



Ragkm HI Mid-Naiiraska Mai 
Ratardition Sarvioaa 

522 Eatt Sid* Boulevard 
Box 1146 

Haatings. NE 68901 
(402) 462-5107 

Ragkm IV OHica of 

Davalopmantal DIaatriiitiaa 

114 Watt Third street 
Box 352 

Wayne. NE 68787 
(402) 375-2880 



Ragkm V Mesital Ratardatiofi 
Sarvlcaa 

2311 North Cotner 
Lincoln. NE 68507 
(402) 464-6361 



Ragkm VI Eaatam Nabraska 
Community Offlca of 
Ralardatlon(ENCOR) 

685 South 72nd street 
Omaha, NE 68114 
(402)444-6500 




APPENDIX B 

PEDIATRIC OCCDPATIONAL THERAPISTS 
PEDIATRIC PHYSICAL THERAPISTS 
HEADSTART PROGRAMS 
DENTAL LISTINGS 
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PEDIATRIC PHYSICAL HERAPISES 
IN NEBRASKA 



ARAPAHOE 
BEATRICE 



COLUMBUS 

FAIRBURY 
FREMONT 

GRAND ISLAND 

GOTHENBURG 

HASTINGS 



Christine Urborin 
Arapahoe Medical Clinic 
Arapahoe, NE 68922 
(308) 962-5464 

Gary Anders 

Beatrice State Developmental 

Center 
Box 808 

Beatrice, NE 68310>0808 
(402) 223-2302 

Ken Johnson 
North Park Clinic 
2360 Pershing Road 
Columbus r NE 68601 
(402) 564r5456 

John Cervantes 

Gail Johnson 

(Fremont Public Schools) 

RR#lr Box 7:1 

Mead, Nebraska 68041 

(402) 624-6225 

Jolyne Harrington 

Jane Gangwish 

Grand Island Public Schools 
(308) 381-5931 

Karla Bryant 
2306 G, Rt.- 2 
P.O. Box 437 
Gothenburg, NE 69138 
(308) 537-2970 

Susan Harms, Teri Nguyen, 
Anna Showalter 

ESU*9 

1002 E. South St. 
P.O. Box 2047 
Hastings, NE 68901 
(402) 463-5611 
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KEARNEY 



Jan Wiles 
Kearney Clinic 
211 West 33rd Street 
Kearney^ NE 68847 
(308) 237-2141 



LEXINGTON 



Linda Hawkins 



Lexington Developmental Center 
Lexington Public Schools 
Lexington, ME 68850 
(308) 324-6414 



Joyce Glaesemann 
Lincoln Public Schools 
473-0229 

Laurie Baszard 
Lincoln General Hospital 
2300 S. 16th Street 
Lincoln, NE 68502 
(402) 473-5100 

Burdetta Thrapp 

Madonna Professional Care Center 
22G0 S. 52nd Street 
Lincoln, NE 68506 
(402) 489-7102 

Jeme Snyder. 
Tabitha, Inc. 
4720 Randolph 
Lincoln, NE 68512 
(402) 483-7671 

Marilyn Altenhofen 
Waverly School District 
489-7102 Extension 285 

Denise Extrom 
Laurie Casper 



LINCOLN/WAVERLY 



Nancy McProud 



LOOP CITY 



Dorothy Schott 
Sacred Beart Bospital 
626 North Street 
Loup City, NE 68853 



NELI6H 



William Reynolds 
Antelope Hospital 
102 W. 9th Street 
Neligh, NE 68756 
(402) 887-4151 
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NORFOLK 



NORTH PLATTE 



OGALLALA 
O'NEILL 



SSWARO 



SIDNEY 



SCOTTSBLOPP 



Doris Buschkoetter 
Lutheran Community Hospital 
2700 West Norfolk Avenue 
Norfolk, NE 68701 
(402) 371-4880 

Ricky Peterson 

Our Lady of Lourdes Hospital 

1500 Koenigstein 

Norfolk, NE 68701 

(402) 371-3402 

Lisa Black 

Great Plains Medical Center 
601 West Lebta Street 
North Platte, NE 69101 
(308) 532-5626 

Robyn Stewart 

Loren Nulhair 

North Central P.T., inc. 

Box a02 

O'Neill, NE 68763 
(402) 336-3109 

Michelle Karpenko 
208 Shannon Road 
Seward, NE 68434 
(402). 643-3110 

Daryl Conger 

Memorial Hospital & Home 
Seventh & Osage 
Sidney, NE 69162 
(308) 254-5825 

Nancy Forney 

Scottsbluff PT Associates 
211 West 38th 
Scottsbluff, NE 69361 
(308) 632-2733 

Also PT Dept. 

West Nebraska General Hospital 
4021 Avenue B 
Scottbluff, NE 
(308) 632-0355 
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YORK 



WAYNE 



WEST POINT 



OMAHA 



Vic Kennel 

York P.T. Clinic 

609 Grant Avenue, Box365 

York, NE 68467 

(402) 362-6361 

Carol Sheldon 

Region IV, ESU«1 

Office of DD 

P.O. Box 463 

114 West Third Street 

Wayne, NE 68787 

(402} 287-2061 

Doris Bourek 

Providence Medical Center 
1200 Providence Road 
Wayne, NE 68787 
(402) 375-3800 

Judy lesTrud 

St. J^'tancis Memorial Hospital 
430 No. Monitor 
Box 192 

West Point, NE 68788 
(402) 372-5143 

Jim Miedaner 
Wayne Stuberg 
Penni White 
Pan Oehne 
Bob Fuchs 
UNMC 

Meyer Children's Rehabilitation 

Institute 
444 South 44th Street 
Omaha, NE 68134 
(402) 559-6415 

Kyle Meyer 
Wendy Bruce 
Methodist Hospital 
8203 Dodge Street 
Omaha, NE 68114 
(402) 397-3000 

Mary Miedaner 

Catfcy White 

Sue Penner 

Prairie Lane School 

11444 Bascall Street 

Omaha, Nebraska 68144 
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PEDIATRIC OCCOPATIOHAL THERAPI LISTING 



Broken Bow, Nebraska 
Jama R. Christen 
1243 South D Street 
. Broken Bow, He. 68822 

Council Bluffs, Icrfa 
Judy Lynn Carroll 
1621 Pueblo Road 
Council Bluffs, la. 51501 

Eustls, Nebraska 

Judith Johnson Heins 
Route 15, Box 73 
Eustls, He. S9628 

Fremont, Nebraska 

Sarah Lynne Gale 
2519 East 22nd 
Fremont, Ne. 68025 

Grand Island, Nebraska 
Bonnie Jo Rott 
1411 Vest John 
Grand Island » m, 68801 

Hastings 

Joyce Anne Donovan 
50V N. Kerr 
Bastings, Ne. 68901 

Kearney 

Patsy Ann Fischer 
106 East 30th 
Kearney, Ne. 68847 

Lincoln 

Katharine H. Bengsund 
400 Lyncrest Drive 
Lincoln, Ne. B8510 

Pamela Smith Linke 
905 Sycamore Drive 
Lincoln, Ne. 68505 

Marjobh Petri Love 

2601 South 58th St. , #18 

Lincoln, Ne. 68506 
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Lincoln (oont.) 

Diane Geslrleoh Ranel 
2710 Semll St. 
Llnooln, N«. 68502 

KarU Marie Vahl 

1701 Ridgebaven Court #7 

Linooln, He. .68505, 

Lodgepole, Kebraska 

CyniHia Krueger Epling 
P.O. Box 13 
Lodgepole, Ne. 69149 

Norfolk, Nebraska 

Mary Ruobolz ^rber 
1202 Nprfblk Avenue 
Norfolk, Ne. 687OI 

Oaaha, Hebraaka 

Dennis Oean Blokley 
5208 Larlaore Avenue 
Omaha, Ne.- 68112 

Nancy Michelle Daly 
10606 Ellison Plaza #2 
Oaiaha, Ne.. 68134 

Karen Lee Eustioe 
2601 South 32nd Avenue 
Omaha, Ne. 68105 

Janice Barman Flegle 
6723 South 145th St. 
Omaha, Ne. 68137 

Linda Lee Gabriel 
5119 Decatur 
Omaha, Ne» 68104 

Lori Ann Bahn 

12106 Poppleton Plaza #128 

Omaha, Ne. 68144 

Jan Gail Hardcopf-Blckley 
9622 North 29th St. 
Omaha,. Ne. 68112 

Mary Lou Henderson 
5503 Harney St. 
Onahiei, Ne. 68132 



Oaaha (oont.) 

Kathleen M. Keller 
4824 Wmiaa St. 
Ooaha, He. 68106 

Patrlola Lux Klppeman 

4605 South 154th Avenue Circle 

Omaha, He. 68137 

Karl Trygg Miller 
14811 »L» Street 
Oaaha, He. 68137 

Diane Me Neff 

330 South 37th Street #10 

Omaha^ He. 68131 

Lisa Widlaoe Scheet 
7783 Greenleaf Drive 
Omaha, Ne. 68128 

Beth Staenberg 
1907 North 102nd St. 
Omaha, Ne. 68114 

Sioux City, Iowa 

Andrea Soott Abbott 

3122 Pierce St. 

Sloiix City, Iowa 51104 
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NEBRASKA HEAD START PSOGltAMS 



NorthMMt Nebraska Comnunity 

Action Qjuncvl 
300 Mett 2nd Strejit 
Chadron, Nebraska 69337 
(308) 432-3393 



Chadron State College 
Box 90 

Chadron, Nebraska 69337 
(308) 432-5018 



Lincoln Action Program, inc, 
2202 South Uth Street 
Lincoln, Nebraska 68S02 
(402) 471-4515 

Lincoln Public Schools 
225 South 2Sth Street 
Lincoln, Nebraska 68510 
(402) 475-8329 



Blue Valley Coamunity Action, Inc. 
Box 273 

Fairbury, Nebraska 68352 
(402) 729-2278 



Central Nebraska Coomunity 

Services, Inc. 
P.O. Box 509 

Loup City, Nebraska 68853 
(308) 745-0780 



Midland Lutheran College 
P^Ot. Box 244 

Fremont, Nebraska 68025 
(402) 721-5480 



Qnaha Child. Developnttit 
Corjporation 

3025 Parker Street 
ORiaha, Nebraska 681U 
(402) 444-5577 



Hall County Human Resources 

Department 
County Court House 
Grand Island, Nebraska 68801 
(308) 384-7710 

Good Samaritan Village 
P.O. Box 347 

Hastings, Nebraska 68901 
(402) 463-3181 



Chicane Awareness 
4825 South 24th Street 
Qnaha, Nebraska 68107 
(402) 444-5577 



Plattsmouth Comnunity Schools 
2101 South 15th Street 
Plattsmouth, Nebraska 68048 
(402) 296-5250 



Southeast Nebraska Community 

Action Council 
Box 646 

Humboldt, Nebraska 68376 
(402) 862-2411 

Mid-Nebraska Conmunity Services, Inc. 
1920 college Drive 
Kearney, Nebraska 68847 
(308) 234-3916 



Panhandle Conmunity 

Action Agency 
P.O. Box 1469 

Scottsbluff, Nebraska 69361 
(308) 635-3087 

Goldenrod Hills Connounity 

Action Ag^cy 
P.O. Box 10 

Kalthill, Nebraska 68067 
(402) 846-5493 
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NEBRASKA DEMTISTS VXUHIG TO 
TKEAT HANDICAPPED PATIENTS 



OHMU. NEBIASKA 

Uimttt, Vtltttr 

5202 Ltvtiiworth Street 

OMha, NE 68106 



XnutZM, Jeffrey 
2808 N. 75th Street 
Ouha, NE 68134 



Drahota« t.J. 

8710 Conatxjralde Plata 

OMha, NE 681U 

Fenater, Donald 
2413 H. Street 
OMha, NE 68105 

Free* J.D. 

5440 South Street 

#450 

OMha, NE 68506 

Geratner, lofer 
3015 N. 90th Street 
Ovdia, NE -68134 

Gillaaky, Kick 
2413 M. Street 
Oaiha, NE 68105 

Crove,' Eayaond ' 
119 North 51at Street 
Ouha, NE 68132 

Henduehaon* R.R. 
P.O. Box 2063 
OMha, NE 

Huarter, Jaaaa 

2410 South 73rd Street 
OMha, NE 68124 " 

Hungetford, R.W. 
601 N. iSOth Street 
Ouha, NE 

Kathrein, Villiaa 
Indian Hilla Profeaaional BXdg. 
220 N. 89th Street, Suite 103 
OMha, NE 68104 

Xalaay, M.N. 

119 NortL. 51at Street 
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Butler* Benton 

Suite 321 Doetora Bldg 

OMha, NE 68131 

MeUy, L. 

8031 W. Center Rd. 

Suite 321 

OMha, NS 68124 

Manhart, Hark 

727 Hadical Arta Bldg. 

OMha, NE 68102 

Monnig* Dennia 
8630 Caaa 
Suite 216 
Ouha, NE 68114 

Odoraid, Frank 

10815 Ela 

Omaha* NE. 68105 

Pletro* JaaMa 

10813 Ela 

Omaha, NE 68105 

6hyken, Paul 
7887 L. Street 
Ralatott, NE 68127 

Tutalman, Malvin 
2020 No. 72nd Street 
Omaha, NE 68134 

Troia, J.A. 

505 W. 23rd Street 

Bellevue, NE 68005 

Vogclaberg, Gary 

220 North 89th Street 

Omaha, ME 68114 

Weaterman, Gary 

1106 South 91at Avenue 
nMai««. NT. 68124 



OKAHA. WEBIASKA COWT . 

Otk Hills ntm 
12745 StrMt 
OadM, m 68137 

Shtldoa, Konaa 
10060 Uwncf Circl* 
OMha, MB 6tlU 

FantBMt Ttrraae* 
8761 Vast Cantar Kd. 
OMha, HE 68124 



tlMCOlH. WEBKASU 



?ajtar, Gordon 
3440 South Straat 
liaeoln, ME 68S06 

Swaanay, Gaorga 

2810 So. 48th Straat 
Lincoln, ME 68501 



GuiiMUt T*W* 
Crown Placa Prof. Bldg 
6930 L. Straat 
Suita B 

Lincoln, ME 68501 



Jorganaan, Donald 
1413 South 13th Straat 
Lincoln. ME 68502 

Johnston, Glann 
3315 South 31st 
Lincoln, ME 68503 



Kauda, Harold 
5640 South Straat 
Lincoln, ME 68506 

Itainachar, Ray 
Collaga of Dantistry 
40th & Holdraga 
Liacolttt ME 68583 



Jurgans, Xogar 
Haadov Lana Shopping Cantar 
902 Mo. 7oth Straat 
Lincoln, ME 68505 



Xing, Dennis 
1676 Van Dom 
Lincoln, ME 68502 

Kull, Stan 

5019 Huntington 16 

Lincoln, ME 68504 

Martin, Max 
3445 "0" Straat 
Lincoln, NE 68510 

Parkar, Richard 
3100 **0" Straat 
Lincoln, ME 68510 

Rauschar, Bruca 
4009 Randolph Streat 
Lincoln, ME 68501 

Sadlak, John 

3933 So. 48th Straat 

Lincoln, ME 68506 

Sondaraggar, Kurt 
3255 "A" Straat 
Lincoln, ME 68510 
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OTHER UffSTATE MEBKASKA AREAS 



R«vl«y» R.H. 
lex 67 

U«ood» Ktbraska 68937 



V«lt«r» E.C. 
1267l| 26th Avttnu* 
ColuibttSt Mtbraska 68601 



jMitMit Ttrxy 
Bos 206 

Mcligh. Ktbraska 68756 



tldttt Frank 
V«uQ«t«t NcbrMka 



Rikll. T. 
Ord, Mtbratka 

Dubs, Houfak «nd Brovn 
308 Vlllard 
Gmoa, Ntbraska 

Qunglcr, Laurtn 

315 Vtst E4fl« 

Arllntton, NabrMka 68002 



Haiibueh, P.E. 

515 Mlobran Avtaut 

Alllanea. Mabratka 69301 

Hlnrleha, Jaaas 
1635 Chathaa Avanuc 
Ardtn Hllla, W 55112 

Egtnna, Lyla 

Bancroft, Mobraaka 6800A 

Tlaetort, Kark 
111 B. 9th Straat 
Cosad, Xtbraaka 69130 



fffHER OUTSTATE NEBRASKA AREAS 



Vesch, J«ek 
416 4th StrMt 
Fairbury, Nebraska 68352 



Dledrlchsen, Fred 
130 West 14th Avenue 
Holdrege, NE 68949 



JaMS, CiR. 

2107 Stona Street 

Falls City, ME 68355 

Hendriksen, Richard 
1735 East Mllltazy 
Fraaont, ME 68025 

Kay, G.W. 
2350 N. Clarleson 
. Frcaont, ME 68025 

Walla, Wllllaa 
1835 East Kllltary 
Fremont, ME 68025 



Coka, Richard L 
2350 N. Clarkson 
Freaont, ME 68025 

Kennel, L.W. 
Box 242 

Geneva, Nebraska 68361 

Janda, David 

704 W. 1st Street 

Grand Island, NE 68801 

Janda, Mike 

908 N. Howard #10 

Grand Island, NE 68801 



Lofgreen, David 

908 N. Howard Suite #102 

Grand Island, NE 68801 

Staddol, David 
815 N. Custer 
Grand Island, NE 

McPherson, Robert 
12th and Laird Avenue 
Hastings, NE 68901 



Sawyer, Jay 

130 W^ 14th Street 

Holdrege, NE 68949 

Bryson, Michael 
2122 6th Avenue 
Keamay, NE 68847 

Btmbrldge, Authur 
1709 W. 38th #9A 
Kearneys NE 68847 

Pv«ntz, Roger 
?,0, Box 834 
903 North Grant 
Lexington, NE 68850 

Case, C.C. 
Box 623 

Nebraska City, NE 68410 

McComach,«M.P. 
106 S. 12th Street 
Nebraska City, NE 68410 

Strassler, G. 
lim E. 5th Street 
Neligh, NE 68756 

Doyle, Jaoes 
109 N. 15th #10 
Norfolk, NE 68710 

Kamazin, Daniel 
S0(^ Benjamin Avenue 
Norfolk, NE 68701 

Krivohlavek, Bradley 
Usneral Dentistry 
405 South 17th Street 
Norfolk, NE 68701 

Murphy, James 
100 Vlrges Street 
Norfolk, NE 68701 




OTHER OOTSTATE NEBRASKA AREAS 



«ilb«r, C.A. 
307 Madltoa 
Mbrfolk, ME 68701 

Broeicaan, Jtrxy 
Box 379 

O'Neill, NE 68763 

Croft i Authur 
Box 379 

O'Neill, NE 68763 

Pttcrson, Vs. J. 
1626 L. Street 
Box 116 

Ord, 68862 

Pestal, Dennis 
240 N. Hein 
Osceola, NE 68651 

Leppenbsch, R.J. 
104 N. Brown 
Pierce, NC 68767 

Mclbiish, James 

402 North 10th Street 

Plattsaouth, NE 68048 

Kruse, Steven 
111 No. 3rd 
Seward, NE 68434 

Hoban, Gloria 
Box 70 

Shelton, NE 68876 

Pugsley, George 
1810 1st Avenue 
Schottsbluff , NE 69361 

Zahradnicek, H.C. 
2404 Avenue F. 
Scottsbluff, NE 69361 



Jones, D.B. 
Box 220 
Osnond, NE 

Jeffers, D.j. 
331 North Gierry 
Valentine, NE 69201 



Jeffers, Robert 
331 North Cherry 
Valentine, NE 69201 



Higgins, D.J. 
311 N. Cherry 
Valentine, NE 69201 



Rakov, J. 
Box 250 

Verdigre, NE 68783 

Wessel, Wayne 
115 W. 3rd Street 
Wayne, NE 68787 
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PAYING FOR THE MEDICAL HELP YOU NEED 

CHECKLIST OF INFORHATION HELPFUL WHEN APPLYING FOR SOCIAL SECURITY 

BENEFITS 

MEDICALLY HANDICAPPED CHILDREN"S PROGRAM 
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Paying for the 
Medical Help You Need 
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N3 



W cMd should hB%e aU his Of her medical 
mttiH taken cm e of. locludMic ^ the fymctum* 
«|UHi«*« So. far eiMiple. 
no chdd needs • toWpUied uheekhw. butfi 
' outdoor and indoor 

^ neodi. To p^y far your chOd't medical et- 
>^>« probably need ihe financial as. 
•tto^cerfpiddicandprhMeHenciet. Vou may 

t»iMs medical etpenses rise, the search fbr 
h«t 10 e<|>and:Althouich >ou h^U sureK lie 
rMetuI for ihe fenerbsdy of others, the ef ortt 
to hnd funds can become so diSctilt that >ou 
iwv be^ to fael that vou are scroun«»nj| for 
mone% IImI iI >ou need financial assistance. %ou 
h»%e to find out hoH' to get it. Think >%iur 
search as a treasure hunt. This attitude t%iil help 
*ou keep >our perspective on the matter 



VOtH FINANC:i.\L NKFIXS 
AND RESOt RCf:s 
f*M%t urn inuit rnntidrr not oiili iimr ilutil\ 
nietlical needs but> Jso how %our fanuh sj,end> 
lis iwme% If itm are fiucal and tr% to save, vet 
vtill need mure monev- for inedKal expriitcf 
than vou have available, vou have to ronsi«ler 
iiutiide sources of help, uhich in our socieiv are 
of line.* hasic kihds ta« suppor teil ffnverninent 
Pfotramv at the local. stai.< ;iitd national lev.»h: 
Miiuraitre. and vnluntarv health ;i<encies 
% alums individuals ran help >o«i warch Utf 



funds Uoctof s ran olten direct v#mi tn sources of 
financul assistance m >uur coiiuiiuiiitv. Social 
v«rorkert working for hospitah. government 
H«n«cs. and sometimes v oluiitarv health agen- 
cies can abo help. These are peopk to urorfc ai^^iik 
you. not for vou, meamng that ) ou must do V our 
Rort. indicatlnc your needs and pro\iding any 
t^fttimy information. Parents of other special 
children can abo be helpful regardinft suppbrt 
Mid information, esp .idly if ihev have been 
:Mccessf^ in obtainifiji itionev. 

Uhen >ou look far help in Hiidiiijc financial 
MStttance. remember th«t v nu are :noit familiar 
v%ith vnur financul needs and medical prolilems 
and thai vnu can Iv voitr chihls best advixrate 
lou must be able to pmvidi* j|| jH rtinent iiifor* 
mation to anvooe hel|)inK >rtii in viwr u-arch for 
assistance 



TIIK RKVt KVr FOK ASSIST.iXCE 
Hesaidlcvs .>! sxhv h iiitciicv vou contact for as- 
>ivt.iiice. Ill*, .ippfopnjte approach is iiiu)nr. 
taot. ' 



Telephone SnquifitM 
n iephooe inquiries are the first ^^cp in vour 
vearch for financial assistance. There is a tech- 
iiHIiie to making an elective phone call: 

' <• »nav In* h*-l|»iii| m u nie i»ii-»e 

<lou o 



Loose Jones j Monica, Home Care 'for the Chronically 11 1 and 
Di sabled Child > NY: Harper Row, 1985. 
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• InrnidiMVi^nrf/ioe/rKMdfyimrr "llelki.ihis 
is Judrth ScMih" H^r --Judrth SnMh. die moiheff of 
Bekoda Paxabeih Smith." if such idranfication is 
appropriaiei. r^ofile kke to know «ho it calhog. 
and a friendly tone gets things of to a good start. 

• 5Mlr iMlA irfiMn VIM M-uA a* spnil and 

• UVtir<li*iro fhriiaMr«j/ ifirMrrMn uUkuLm yim 
tprmk^ If lomiW giv es ^lou udbmiiliaii. ><.y mav 
wamio caN him or her bark fat inof e kner Kur- 
ihermofe. d s o m eo n e gives >ou a comnilmetu of 
lotoe kind. >att mwd lo remcwbrr who thai petimt 
was 

• Be utU t»fM0mztd ami tvmiu. Met to aov notes 
>ba have nude before caitiff if tlus will help 

• Tale wifff during the fihoiie call Do not assume 
>ou wtS rememher ev^>ihing )ou are told 

• Ar/nmdlyowlfMftle.SNicepeaplehavegoodand 
bad da>s. don't lake a grouchy or curt response, 
pef«OMllir.f;vmif>«ugetAoibranamwer.»al<:h 
>oor m a n nrrt. You may ho aMe to get Ibe ptl> ta 
change hn or ber mmd or at k«u to help you or 
someone else in lhe future. 



If an agency is interested in more information 
about yow request, its represeotaiive may virish 
to see you in person and an interview should be 
arranged. Make an appointment for a time when 
you know >tM will be punctual and cakn and 
when vou hiU have the attention and interest of 
the agency («shich exchides appointments on 
Friday at 4.45 f.M.). Your general appearance U 
important.>lf vou come bedecked with dia* 
monds. people may wonder, if you are really a 
needy case. But if ) ou arrive looking liedraggied 
aiul worn vou won't create a positive iiM*;ession 
either. 

.\gain. lie organized and write down notes in 
advance, for vou mast be able to convince pfo- 
pli* that voiirs is. indeed, a vMirthv cause. Since 
nuny prolesswHial people are very busy, don't 
take up more of their tiiite than necessary. 

You can vonicttiiies arrange interviews at 
iMfiie. Not only may this be more convenient for 
you. but it will enable the social worker nr other 
agency official actually to soe your child in the 
hoine enviroiuiient and thus, better apfwaise 
your child's needs. .%lso, someone who has been 
to vjHir home i» more likelv to rememlitir vou 
wlu-n vuu contact him nr her again. 



Ml llelp Vou Need 

IVrff IfM Jle^iifjlg 

You wtll probably need to put vour request for 
assistance in w-nling. Written requests may tak« 
time to formulate, but ihev' ensure tbat an 
agencv- has aU the rele\'ant information. A wnt- 
ten request makes the best impression if H i^ 
neatly typed on standard x t r'white paper 
Vou can give a person >our vvruten requetl at 
thcjime of aii interview- or mad it following .1 
phone call A whtlen reply to your letter wdl. 
then give vou veadkaiion of ihe afeoc>-*t fen* 
eral policy or a specific respoc^e to your request 

Jlr/iMaff 

Do not take any refusal personally. People are 
not saving they don't like you or v our child. Tbcv 
are saving tUt. as they perceive Ike situatioii. 
.lhe>' can't help vtMi. 

Be sure y->u know why a request it refused. In 

some cases, a refuial u due to an indexible pobc) 
But in other cases polic>- is open to ioterpreu- 
lion. Check with the ageiicv' to malce sure you 
bave given all the information they need. 

Don't be afraid lb ask again. .Assistance pro- 
gramsevisl toassut people. If you think you have 
a reasonable request, keep making it. People 
must iierceive your need before they can help 
you. Also. MNne. programs change. While you 
may not be eligible for something now, you guv 
well he later. 



C(n ERNMKNT PKOCRAMS 
.Uthnuish gov crnniciil pro|(ranu and regulations 
are coiittantK- chaiiguig. iHere are v arious nmor 
smuces 01' government assisiliiu e lor >our child: 
the federal Medicaid program .and its equive^ 
lent on ihf state leveli. the federal program w 
sisting the disabled iStqiplemental Security In- 
comei. ^tatc programs for disabled chddre» 
(olteu t ailed the CrippUil ( Iluldren s Servicea or 
uinplt I :tulilr«»irv Si-rv ic«->i. aiiil stale |>rngrMW 
ii»ijiitf irii* (lev i*lo|mie.itatU lUi ibled. <)ther pr»> 
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ft M proiide MUMiiice in torcific groups d 
imliiNliMb. suHi as ctiOd^en veleram or oi 
Socul Scctitiiv recipiriiit: Aid from Ihcte pio- 
ItMM %Mirs lirom stilr I6 sUie. some (Wenls 

Miir «iid onfoinit i^edkal ekprn^ 
•rtiialk iMHfd to woollier. Uate in order lb get 
More r«wii|Heliimu\e goternment ^smiaoce. 
Ilu« »oroe nd »\ jv^iUilr w all U^les. Unless >ott 
CM e4Mtt p»\ for % our child's e«pentes» >ou 
^Htkl fciid «iul %vlui avttstance » ^rVMUble 

Medicaid IS thf federal program assisiint the 
medicjHt needi Some Uiles lu\e S4»ppteinen- 
lol ptovmt pro\idini addiiioiial benefts But 
Mhere^er >ou hie. there ore ceriJin f^ors lo 
comdet 

Apfir i mm r im t tlf for these programs af; >o»r 
eoimtv or ctly welfare or Social Secunly oSce. 
H'hde sometimes pa^menu are retroactive and 
moy he made as hmg as three months after an 
espeme hiM hecn mcurred* often you have to 
kffiff etpeines are incurred, So» for eg- 
ample, if >ou ihinh yom chdd may be disabled. 
«ppl% Ijelore any testing is done if >ou think 
ioiir child needs hos|Ml4lization. apply If an 
««hasanicadeni or sudden severe 
dlnett anset. apply Vou ran gel preliminari m- 
formatmn bi phone Often a fnend or relam«> 
cm do mirMl or i lor %ou 

fhgihilii* re9uiremenl% not onl« vary friHu 
Slate III ilolr iNit yrr coti%| jiii|> UMiig U|> ^liil. 
11 vou jre cfMiMilrriiiK j|)t»lvifig lor jiMduiin*. 
eaN xmn Utrji u«'Hjre cjg»re l«j lind iMit v*hjt ihi* 
genrrjl r«i|uii«*mi'nts jie UiKouith vmi iiuv 
iiiiI <|imIiU toKOiiii HelUre, iouiiut \v«*lli|iul- 
dv Uf4iHuutMntut ihe 'WilirulK iwtfiU ta\\\ " 
Such 4 iifoier Jill iiMV i>rov uU* lr«*e iiicilicMt u>vi>t 
*t u ^liirc f>l imr" ,>ee prices 2.111*211 1 

Ht xtJriH u i» tmulK a rrf|iiir«*in«*ni (ot elitibil- 
• iiv Ytm jre mu^lK eligible imiIv ^>r u priHtrum 
wHhm ihe suiiMn hIik-H v<hi resMte Therefore 
voia^^re not fhnibk* when irjvrliiig ui unoiher 
M^ie ttf JhumI |ji«*%vife. liireiMii<*rv ^re uot «»li; 
Kihle |#»f I N |irnitr jiWv iiiilew ili«*v .ire here not 
is «iv»i(^> Imii 4% rrAMh'iii ulu-ns 

rrMt«r>^nii*iu||% ilii*|iriiiMr> (k'lrrniiiunt itl 



ehgibiliiv Cdl vour local u^^irur** iiHitv lur ibe 
exact infornulion l>o ihiv ItrfUtv }*m vee on 
agency worker, so vou will knou what iiifi>rMu> 
lion lo bring lo vour fiivt ineeinig A phone rull 
•can not only e vou a trip d vou du* ineligible 
but inav also m?orm vmi Imhv vihi nnikl hectMiie 
eligible. Medicaid «leteriiiine^ i^igilnlitv ihi thi* 
ba^s of ca>h and sav iiiics. iMit it Uoi^* not take into 
account > our outstanding ImUv. Iimiu. niortiCaKrs. 
*l«^- ^ «»*«>»ple ajwiiie the Nh-dicaMl limit of 
ca*h on hand i> Sl.5iN» If v«hi Imvi* ^hnkt, 
might conwlt^r iiaviiw i.d bilK. tojiu. or |urt i*l 
your mortgage to quolifv I f ii is alw> k^gol in % im ir 
Uoie lb purchase a "|Mid mi fiiW * bli* nuurance 
polic> of $I.5INI. vrm intuht coiuidcr llial 

This ii by no tiieom a vusgi'\iHMi ilut imi Ih« 
dishonest Rather it is a r«*alistic pit ture «»| hou 
you w ill have lo work w itb.n ihi» *v sti^u and w ill 
have lo understand the rules oimI ref|iurcments 
of that s>-stem. There are requirements vou will 
notbeahleloworkaround.hiiKever Fur exam- 
ple, a re<|uireiiient mav be that vou m>i own 
more than one home If vou nw-n iwo and sell 
one. the monev is then part of voiir fiiuncial 
worth, probably nuking vou too rich to qiubfv 
Vou mav not give propertv uwav lo Ijecixnc eli- 
gible. 

incomt nuv or muv not ihMi'riiiim* fliKibilitv 
Free medical assistance will In* inv«Mi if iu»cev 
sarv However. a»iiijitce i> oli«*ii crjnMil i\iili 
oiiaco>l->hjriiii:biisH HaH*rt u|tiMi vmir imoini* 
jnd the aax rrnmeiii mou-«^i liv mi* luk uUiiom. 
the i!ovcrniiu*ni dt*ifriuiii**\ uu ainoiiiii ih.ii vou 
iiiii>t |>.i% .H.'rv niiHtih inr iiiinIicmI ••v|iciim'\ 
Tin* iiovrriMiieiii |Mvvili. r«*%i llif .iiiioimu (mu 
|Mv ri'li'r>ii>viMiroutiii |iiH>ki'i<'V|ii-iwv il vim 
luv»' imuraiiov iim ilut .uiiniiiil ii//rr tin* 
mMiMm«*|ia>i>.iidtis|Nuliiiii lUiMi.in'tliuilili*. 
voiir • litfihilitv %\ Hum thv lir\l ul ilu* nioiiili m 
uliiili will ippiv jikI iiHir i*\|)t'nM'\ .ir»' n* 
viriu'iliinaiiiuiilhK Immv |lm.iii> uiif imiiilli 
voiif «'«|M*nsevare liiuh I'limmh. um uill nui'ur 
jvfuiaiici* Si». li)r*«*\aiii|il«'. il vour vliare of ciivt 
is -S4INI .uid iouf iHil-ni-iMM'kot i*t|M*iiw\ .ire 
SfiMl. till* gowriniieiit will |uv S2.^l .Siiic»» tlie 
KOvrrninriit'iOalitilatiiiiivol nmiithlv Iiviiik 
|M*iiu*v du* verv Ihw. xom inai Jiml viiiir vlurr ul 
nivi 1% vi'ii ItiL'li \iMir <iiconio mav Iv luiili 
I'niiuKli Ilut vim will 4|ii.ililv «Milv ulri'ii vniir 
< liiM li.o v^\h'^ i.ilU liiuh rv|>«MiM>. aviltiriiiti Imv 
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pit obzat ion. In that case you may hav e to rcser v e 
this program for what Ihe medical worki calb 
**cataarophic lUnesses" acid use mcdicsd uisur- 
ance and private agencies lo help you with regu- 
lar expenses. 

You are legally haUe if >ou lie about )Our 
finances. There are occasionai audits of Uate and 
couiitv* records, as well as of individual files. 

The referral service provided by the welfare 
department's soc::«l services division con be in- 
valuable, for thai department has much informa- 
tion that can help you fiiid atststanco with edher 
another government ag«Acy or a private one. 
Thu tefetf I service is provided evtn if >'ou 
don't quabiy for Medicaid. 

^Cn>pM Chj<tfr#ii*« Srrvtcga 

All stales have programs assisting children with 
disabling conditkma (inchiding birth delects, ac- 
ctdefUat disabililitt. and chronic dtseasesK 
Whereas Ihe title of the program may vary from 
state to stale, it il often odled either Crippled 
Children's Ser%ices or siinply Children's Ser* 
% ices. Since the funding is provided by both state 
and local governments, the benefits can vary not 
only from state lo state bul abb from county to 
county. The programs are usually run by the 
difportment of health or welfare. 

.issistance usuallv providtd writhoul pmof oi 
financial eligihilitv includes phv steal and occu 
|M2imul therapi. which are often adiniiusiered 
thrmigh the schools free of charge. Diagnostic 
tevtiiig IS usually paid for only if « doctor's autha- 
ritatton is received Itejfutt testuig is done. Tkis 
is whv vou should appiv (or assistance as \non .ts 
you think there may be a iiroblem and not woi. 
until oi>e is iliagiumuL i)lten in an einer«i»m*\. 
ciiver.ige cm begin Iroin the time phone auil^- 
ruat ion is gtv en In > our doctor, w ith the imder- 
viuiidiiig that vou will complete any necessary 
IMperwork as soon as possible. 

Assistance based upon eligibility is often av oil- 
able to inid<lle iiicoine families who do not qiul* 
ifv fur Medicaid. tVjifmliiigiipon vour fiiuiici.il 
status, cither >our i liikl (jiwlifi*** for lr<v wrv mvi 
or viHi mu^ asiiuiw .i \luri» ol l oit. Oltcii nuiiv 



of the treatments prescribed bv* a physician are 
covered, incki'liiig doctors* visits, testing, hospi- 
tahxation. and orthopedic equipment. 

Sonie states provide this assistance only on a 
loan basis, which means that you will have lo 
;epay the money over lime. 

Prpt^ramB for the 
DtvtlcpwtentmUy Diaabled 

Most states |>rovide assistance for the devek^- 
mentally disabled, aiding children with neuro- 
logical problems (mental and motor) caused by 
birth delects. iUneu..or accidents. Although 
th«e programs can be run by. the departments 
of health, welfare, fir voctal. services, there abo 
are private, nonprofit agencies contracting wuh 
the state lor funds to provide such settxes. Your 
county, health or. welfare depairtmenl should he 
able to lell you if any such agencies exiH in your 
state. Such an agency wrill often first help you 
determine if >our child is eligible for other pufa^ 
lie funding. If not, it may help you purchaala str 
vices such as diagnostic testing, appropfiMe 
schooling, day care, atid sometuiies tvtn home* 
maker servr/es isuch as deaning and cooking) 
Such assistance is prov ided particularly if it wiM 
help maintain the child at home or in the com* 
mumty rather than in ;:n institutional setting 

Since an iiidividiMl ogencv ma« have some 
ireedom in deridin< how co allocate ns runds. g 
mav be up to vou to indicate vour neca and to 
contiiic«* ptH)pic* that vour child iiMkvd repre> 
sents a vvorihv cuuw* Such pleadmg cannot be 
based )ust tipoit fcduias hut must be substan- 
tMiod by forts. For cvaiiiple. if vou can find out 
htiw much It vvould cmt the stole to institutional* 
in* a chihl III u >tatc loci lit v Inr our > ear oitd th«*n 
evtiiuuic liim much >ou would need to get 
•MiuiiKh help ii> .ilkitt voiii vhikl to reiiuui at 
hniiii*. vmi could »huvv that it would Jie far 
chooper for ilie %tulc luiid tiltiiiutcU she lot' 
paven to avMSt with home care ihon to mstitu* 
tionali/&* >our child. 

Supplemental SecuriUj Income 

l)t^.lllli•«l iiutivultMlv with lit! If iir iio iiK'oine of 
their iiwii nuv i)iulilv |i«r Mi pptcmi' ill ul Security 
liuriiim* U<iwiH«'r.unl«'>%\utirchiUli>iu«*r IHor 
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does not U%e hoin«, >6ur WiNile fAmilv 
Mcontiderfd. So whereit$ thU prof ram wwv well 
•id your duld h hen he or she felt older, it m»v 
Ml do so iMm. But chedt ori proenl elicibOiiy 
re<|wreiiienli bcrause ehese. «re constanilv 
chaiiginic 

Social Securiiy 

UTt^n a iKirenl oii Socul Secunty dte> or retires.^ 
his or her »everel> dbabled child will receive 
SocmI SecurtU pj> menu until ihe age of l«. Tlic 
Mnouni it determineii by how much the |m- 
remui paid in. Afler a^e Itt the nibiiihiv paw 
menis continue if the child's condition pre\ eiits 
"subiianlial naiiiful work.'* 

Benefiu io Children of VHerant 

^« ptograms aidinf children of vet er^s 
H ho are al least «) percen I disabled or who ha\ e 
died at « result of military- service. Call your 
•eariesi Veie/aiu Adminislratioii oftce for de- 
tads. 

Title 19 Federal Deeming Waiver <Modcl 
Waiver for Disabled Children) enables j dis- 
4bled child to receive us«*sriifice from Medii*aiil 
andSupplemenlolSecuritv Income even thouKh 
he or sht* uould not quahfy undrr the rcguUr 
federal regulations. 'Die RtM child to re<^\c 
such J waiver was Katie Rccket» a ventilator* 
dependent chiU vvho was hospitaJixed >mtv 
birth Uvt tMrcnii. jppe;:hni(. first |o el«*ctc«l 
tijtc oHh-mJs Olid Ltcr to Prrsident H«mh4ii. 
H»»re liiullv grant 4 (vaiv«*r of rrsulalibiis mi 
that their child wiNild i(et th<» iiect^swry Ittuiicul 
asMstanct* lor iKMiit^irarefroiii MeduaU iiid S'ti|i 
I>l4'imtitjl SiTuritv tiicoiiie Do clii^k to il 
vuiir \tal«* i!ovfriliiifni luvxnl l»*»rivlalii>ii 
|)eniiiMiiitf Tilli' IM h^drral IVrmiiiR \V.mrrv 
11 It luk nut. cm oiir.isc > inir i-l(*iiiHl Mai«» rrprr- 
^♦•at jtiv !♦ to (to Ml. h»r evrn if vou dnn't iiivd such 
avMvtantv. »onie other laiiiilv iiiiKht. 



Mf:i>ICaL INSUilANCE 

If UHt cannot hnd iNMiuieh Kovernnieiit awi^t- 
aiKv to p.iv lor nieihcd rare. iniiMir iiuoiiu* 



famdies in particular should ne^t conuder medi- 
cal insurance. 

This IS anotlier complicated matter for the lay 
person, for a variet> of pl^ns are avaUable frorn 
many different insurance companies Basically, 
medi^ insurance operates on the principle of 
"spread the risk.'* meaiiiiig that d evervone pavs 
in a small amount to a central fiuul. ilie few who 
need a targe amount of assistance cati be aided. 

Benelits%ar>.sre^itl> (;eia*iaUv iheinorevou 
P*y m. the greater tlie coverage Musi plans 
cover two iiMjor ariMS 

The basic plan covers the sinalii*r medical e«. 
SN^nses. such as diagnostic: testiiiK. X ravs. lab 
work, and medicalNiii I lowever. there is usiully 
an upper hmit per ilhiess or per vear. 

Mtjor*medicai covers most costs not covered 
by a basic plan. Major medical often requires 
>ou to pay a "dcductibh?/* bke the first SIOi) of 
medical expenses per mdivklual per calendar 
year, after which the msurance com|uny usually 
pays 80 percent of the expenses. !^>metimes 
there is a "slop-kns clause" aft er a large amount, 
let us say SIMM of expenses irxrtirred in a calen* 
darvear.thecompanv will pay UNI percent of all 
subsequent clamis 111 that >ear. Csuallv there is 
a lilctime maximum of lieiiehts to lie paid to one 
iiMlividiial of about If %nur child is 

oUmt to reach his or Iter hietinie inaxinium. 
there inav lie other wavs to get liiiancing (see 

K\clusionv .ire iho>e iinns that i\w plan uiU 
nut I nvrr. muIi a» prevniiivi* iiirrliniu*. jmiual 
phvyr.iU. uiitpatu*iii r.ire. rehahiliiatiun. iiuter- 
nitv lioni'lits. Iieariiiit .uilv. gjasws. an*i ^Ollle• 
times prcevniuic (oixJiiions. vvliich .ire medical 
ioiidrtiuiK e\i>tiiitf I ,tn' the |)olicvliolile. took 
out the iii>iir.«iice .S{k e sure vou read th«* viiiall 
print ot ev*-:* p|.iii and 1:0 over it with the |K»r- 
vun «»iMolliiu voii III the insurance proaraiii If 
Mmr c hild has a medical problem, lie turr that 
the ,thm iiir/ij</e» preevHinu oiiidiritins fur all 
Jamtiy ttu sulnftt troin the day the tH>licy is taken 
out. for oth«*rvvise the child will not be covered. 
All .idditioiut (liililreii (hoiild l>e covered lioin 
the inoini*iit 01 birth with no .Kl ilay waiting pc. 
nod \ iii'wiHirn ntlant iieediiit; \nrKerv or 
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other expensive medical care m the first month 
can run up a v cry high bdl 1 .\lthough the exclu« 
stoos provide general guidelines. >ou may tr>^ to 
get the medical review board of the company to 
consider special neeils once you are msured. 

Group /fi«urfliicr 

Group insurance is'almost always a better buy 
than private insurance becauK lower premiums 
can be olfered to a group of uidiv tduals. such as 
the emplovees of a firm or a college or members 
of a professional association. 

Some einpio> ers offer a choice of |>rograms. If ^ 
vou have a choice, the person enrolling em* 
pk>vees fnr insurance shoidd be knowledgeable 
and able to advise >ou as to the com|>arative 
virtues of the plans. If your child has problems. 
>ou are almost alwa>'S better off taking the high* 
est amount of coverage possible. The two most 
common optmiit are e banc plan with maior< 
medical and a health maintenance organixation 
<H.MO). 

The basic pUn and «iajar'iiiedical have just 
been discussed. If v oa ha\ e a choice of msurance 
companies, check the benefits to see which plan 
will give the best coverage for the t>^ of ex* 
penses your child usually incurs. 

\ health mamtemuice orgaoiiation is iiia^* up 
of a ((roup of doctofs, usually in one cktuc, vvht* 
emphast/c preventive care and early detection 
and t r«*at ment of {irobtenis for the emplov ees of 
one coiii|Mii> You are liiiiited to Ihe doctors at 
the clinic unless >ou have to lie referred to an 
outside specialist 

Since the emplusis is on preventive •nedicuie. 
cov t^raite is avaiUlde for items often not covered 
bv reitular uisurance plans such as well-luby 
care, iinniuni/atioiis. periodic checkups, and 
st|{ht and licaruig evanuiutions While some ex* 
l>ens*;s are covered IIMI iiercent with no deduct- 
ible. >ou olten luve copavinent la portion >ou 
must pay» im various things such as olfice visits, 
prescriptions, elective procedures tsuch as fam- 
ily planning), ur treatment of mental ur nervous 
conditioiiv. 

Mo>t IIMOs reciuest that vou |)av the copav- 
inent lM*fore receiving services, which viiiiplilies 



>our paperwork. Such a plan may cost 
percent more than a regular policy, but if your 
chiM has high medical expenses the additional 
coverage will proliably offset iha cost. 

The main disadvantage of a health. maiiite- 
nance organization is tliat vou are hmiteil to the 
doctors ill the program. If you have a choice of 
health maintenance orgMUtations. check which 
doctofs are involved in which program. If your ■ 
chikt is alreadv being seen by a nonaffihaied doc* 
tor with whom sou have a good workmg rela* 
tMMiship. >ou nuy lave to consider whether im* 
proved coverage is worth changing doctors- 
Preexisting conditioAS are often covered in 
group msurance If >our child has a preexMting 
condition so you cannot insure hiio or het pn* 
vately. or only at \ery high premiums. )ou nughl 
consider changmg empki>ers to find a^ group 
plan that would give >oii the insurance coverage 
you necd.'Tliis inay sound e«treme» but if your, 
chiki has extentive needs you may find thai 
where you live, where you work, and what houtt 
you work will all be inlluenccd by your dukT 

If your insurance covers preexistuig condi* 
tions. never take a leave of absence or quit that 
Job untd)ou have another policy that willco%er 
your child. 

If )Our emplo>er offers a variety of programs, 
preetistiiig conditions will usually.be covered 
onlv if you take out the insurance at the time of 
your initial enrolhnent nr if vou change policies 
during the annual "ot^n enrollment |ienodr 
which is iisuallv one month ol the vear. If vou 
chanite plans at anv other time, ihe coinpan% cmi 
deirund a |)hvucal atid thusevcUide persons wuh 
preetistuig conditions Ttie oolv time vou can 
add a iierson with preexisting conditions to > our 
policv< durmg the rest ul the vear is d that person 
loses cov eruite from another conipanv For etam* 
pie. if iMrents itei divnrced .uid the employer of 
the parent w ith ciistodv offers a group nivuraiWe 
|K>ticy that covers preeviviinit conditions .ii the 
time ol «*nrollment. that parent can enroll the' 
child at any time and get the benefits 

Privaie /lisuronce 

The co>t of private uiuiruiice is liiith. II vou are 
\|M*cihcallv ir v illi! to insure .1 chiUl with preexist* 
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^ MCCTINC THE NE£DS 

NUI coMiiliofis. It IS often asirooomicaliy htch 
>«i CMMioi «H utoup coievsfe and think )-ou 
Mw4 biMrance. m$ke Mte >tMi lu%e all the ftie- 
%ani MfotmatMn hefore talting out 4 pohc>'. 

Wimd • vt^aMe^ M^mnrtd actnl h ho i«lb 
mtdted iMMf ante .;nd ha* acccu lo a % ari«i>- of 
pUiM Anam. recofmnrmlaiMim from fnendi or 
athff prrions Itnon ledgeable ahbtn the field ^e 
hel|ifyl If >oy are lorred to turn lo the >eUow 
Me%. to: lo iMid J fif m thai adver liies that li Ku 
heen aciiCe iocallv (or many %eart Then call uiid 
aik to H>eak to ihe onher/the manager^ or the 
head laletperion for inedical inMra«>ce. Do not 
Mil le Ibr lets You w am an esperienced agent so 
«hen %ou describe > our silualton he or she will 
he able, 10 ask >ou additional quetlions to deler* 
Mine >our needs It helps i( >ou ask the agent 
speofic questioht about whether the insurance 
plan coiers medical eipe nses >ou 'l^lnk >niir 
chddnMfht incur (The preceding pages on med- 
ical insurtnce should gi\e >ou id<f^as ai>cui ques- 
^ ^ tions 10 raise » H Ihe agent seems unable lo an* 
4, SMer )our questions readily with detailed 
hnowledgeoflheactualcMerageofthcpUn.he 
01 she ma% wtl >ou an mapprbpriale pblic>-. If m 
doubt, call another agent lo discuss >our siiua* 
tion If ) our chdd has u;iusual needs and ih> agent 
can satisfactorily answer %our questions, call iiol' 
>cii the national <iiU:es of a few insurarsce com- 
panies and discms your problem with peo|)le 
M rU s er sed in niedical insurance. Make sure > ou 
rrceiiv anv pohc>' eiplaiuiions m Mrilinc. 

Mad iKdrr firms w ilh nhom >ou hav e no per* 
vNial roniact have limilaiions precisel> because 
It tidilRculi liir vou to know nhat >uu need uitli- 
oui talkiiis lo an liilnriiied ageiil \lvi>. > oiir loi^al 
,Jti*nt t% Mmr aduirate ui case there is .♦ cIjiiii 
|wobl«*iii TIm» <*wv|)Im»ii hfri» tnai be plant uith 
liniiieil c(H«*yjae. smli .is tliove otforime. mv, u 
liniitnl airviiiiii loi t»\ct\ Mi*i»k vouari* hospitjj- 
in-d II UHi limu thai v nur rhf''.i ill l)e liospiiul- 
jred (or M*\«»ral v^rei^i cverv >ear. >ou iiiiicht 
uant to takeout \iich a police in uddilioii to>oiir 
reeular «>ne for <*Kira prmeciion 

Consider the co%t. II %oiir medicul e«pi*iike$ 
are eniiiir to In* sct\ liiieh. if the c ml ol pruul<« 
imuruiiir i> .il^* uoma to lie sets lineh. ami < 
viMH inc«Hiii* i\ iiiih iiMNli'Mtr. >iMi li.u 1^ ihnv 



THE WIlOU: FAMILY 

choices. Consider carefully Ihe fiiuncial virtues 
of each. 

I Buv theimwrance. 

1 Cluiite|oksw^oiic«iiic(*tapi4K> tKaiHiUcover 
the preesiUint comhlKHis of smtt ileprmkmtt. 

3. Don t biiv wiMifMKr 'and sutipl^ iHv tm govern- 
mem proitf mm. uich m Mediraul Mtd soui vtaie't 
Children's Ser^icef. »uKmented hy the help vnu 
can get fiom prUdUr jMemici 



Crffing Ihe Mo$l oul 
i of Your ln$Ufanct Folicy 

Simply being insured is not enough. You have to 
learn how to use the ixMicy. Since \ihi may hast 
many and frequent i taitns. sometimes for ex* 
Iraordiiiary items, consider the following. 

Withh payment of Ihe medical bill until 
you receiiv insurance payment if >ou are on a 
light budget. If >ou enplam your fmaticial ulua* 
l«on 10 ^our doctor, he or she may let lou with- 
hold all or part of your payment until y ou are 
reunbursed by ihie insurance company. The 
iiVMilhl^ <%taiements from the physicun's office 
w dl remmd you lo Me your claims regularly and 
wdl draw vour attention to aiiy dow processing 
ol y our claimt. Leiijllv. you lu\c to make only a 
small payment <»iery month las little as SiMo 
keep the hill collector at bav 

Work directh with, one particular claimed* 
aiiiiiier. If you luic mamrlaiiiu. ioii vhoulddoal 
unh u perwMi who ii\uss\ sout rhildS prolilnns 
and who has the authority to help you. If wiur 
claims are nor priKc^tetl locally. \iHt can try lo 
find lli»» .i|ipro|Kiate iier^Mi In mail, hut it is 
iikiialK la>icr .ind i»aM«»r to i-all the Mi|M»ru\iir ol 
cl.iiin\ lor vmir .irisi and discuss voiir Mtuation. 
•Place a tollect call to |Im» nuuramv coinpanv. 
vtatinii that yon arr .1 ciutoin«»r. Your call uill 
either Ik: accepted or ymi uill lie asked for your 
number for a return call <m their line If ihisiaiK. 
tlial direct, since that i; chea|)e>i I 

VVIieii iou reach a knoMliNUeable |H»rv)n. 
plain viMir problem and .i\k li ni the luture yon 
iiui vend voiiVclaiimihreciK (o Imn iir her. If 

NO. the ut \st\\ tjft 10 kiiou llit» \peri.il 

pioi)leiiiv 01 snut child .mil l>e able to write m- 
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ktriKlioiiv on your child's chart and enter'llu* 
rek»iaiit inforin>*on into the computer, thus 
greatly facditalin« the proceuliig of your claims. 

If iIk*- comiMiiy is slow in paying or rejects a 
claiiti. you can then call this individual and ad( 
for lielp. lie sure to keep notes on lekphone 
CfMuersalions about your child's cUims. Inckid- 
ing the date, agents, imd decisions reached 

Submit claim forms methodically. It saves 
time and cifort if you ask all mtdors of tnedical 
ser\ ices to submit bills directly lo the insurance 
company for you. However, many %irillask you lo 
pay and then submit your claim form to ilu* in- 
surance company for reimbutiemenl. Have a 
Si*paraie "Claims Submilli*d*' folder for-cach 
inenilH»r of the family. 

Kill out claim forms carefully. It is belter lo 
\|tet^d.',i few' esira minutes to do so than to liave 
the Hisurance.compMiy withhold payment be* 
cauve It needs addilioi^ information. 

• \like uMe yoo fill w: every blank in Ihe loim 

• Make uire ttie form is sulNiiitted m (he cUunani's 
Cull natiie< For eutnpk*. tf y«iur ch4d's nainc is 
IWIiitda tClirabeth. she iiwy be known w your com- 
iiiuiiiiy asHrm.buitheinuirancecoiapany'scuiii- 
puier will iKtilublv recogmte ckumk iHily fur 
tlfliinU l-Juabiih Sii«iih. 

• DiMMilaUKi*vuieaA>thuiH Vouiru>.fiKe«aiM|ik' 
U* ieiiipti*d to wnie MS lot nwscular dvMmpky ur 
V,V itit lyirlKal |uhy. |l *he,saiiM*cl4iiH%e%4iiiiiM'r 
tUh-s iui( 4luav> |»rnr«*» vmit iiumf. the hKiii iimv 
Im* reioiiNi: to vihi lor ftirtlicr inforiiialiuii 

Make a copy of every claim form and bill you 
^uhnnl. If vmir Inrins arc nundiered and y ou are 
(iMiitf carlxMi |>a|H*r on an e«ira form for ycmr 
ou 11 ropv . Im* muc to \s rile in the number of the 
oriUMial rtaiin nn »our copy. However, wmic 
ioiii|>iiti>rv now a\viiiii a new tntmlM*r to a claim 
loriii *.vhcn it i\ proce»M»«l. remleriiiK that ihiri- 
iial iniinlH*r u^^le^s to you and them. Your copy 
IS iinp(K;laiil proteciitNi agamst loss ot' the origi- 
nal ill the mad or by tlie insurance company; y on 
will ni*e<l 2I lor v«Hir own reference when you 
riHreue 1 l.iiin'|utt;u*!m. 

Mark the iipinrr corner of y.iur copy with the 
initial nl'.the tiiven family ineiii!««r. iniiiilx-iTiits 



that person's cbiint consecutuely Your daugh* 
ler Heliiula Klizabeih's eleventh claim for the 
year wovdd be nuinbercil O il, In this way you 
can easily keep iractCof aiiy bills that are being 
held lip, When your folders fill: these numbers 
are easii^r to refer to than the dates of the lulls* 
subnmdon. If. for e\atnple. you note that B-3 has 
not lieen paid but all others through B*10 have 
been, £all your insur.uice supervisor collect and 
im|uire about Soiiieiiinet claims get hhi, in 
which cafe yon will have to roulNiiii. Suice you 
have a copy «)f the claim and the bills, this will 
not bedilficull. RememlM*r. you must always re* 
tain a copy so you can refer to or resubmit the 
infortnalion if necessary. 

Keep a list of preMriptioii numbers with 
names of llie drugs in your folder. Often your 
receipts will list only llie number of iheprescrip* 
tion; liowever. the imnrance company wants the 
drug's name. If you buy at only one pharmacy 
and have a charge account there, your complote 
niunthlv statement hoM mclwle all prescrip- 
tions filled. If Ihe siaienietit lists only the pre- 
scription number, phone the pharmacist and 
add any new dru^s with their numbers to your 
master li^l. Tliu record wdl greatly assist your 
record keeping 

Uon't claim loo nunv dilTcrent kinds of items 
on one form. If one iieiii n reiccted. usually the 
proceMiHK 111 the whole I'oriii is <L*layed. Even 
tliouKh llie lorin iv dividinl into two parts, such 
as heallli care \ervK'«*» and |»re>criplion). fill in 
iNily one |Mrl. Although vou will end up with 
more pieces of papt^r Ihu way. bv liniiliiic how 
inmh yiNi Mil Mint on each I'oriii vou will ulli* 
nialelv Mtn|)lifv .md ev|M*dile llu* procei>iiig of 
yiNir ('latnl^■ 

AfTordin^ Chim* Vaymenls^ 

SiibiiiittiiigaclainiitoMlv |Mri«it tin* ta>k. Keep* 
iiig track of llie pavinentv iv t i|oally iin|K>rtanl. 

Start a "C'laitns Uaid" folder for each famdy 

nuriuber. Wlu-n vou receive a luymenl, you will 
alM) receive iniotni.itKni on how the claim was 
luiulltil. <»lten cUled the 'lle}}ort to the Sub* 
»ir>lH»r 
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•e Mite the cUtm mimber correipoiMti to ihe 
mmhtt fm >ouf on«iiMl cUi«R. does hoc. the 

«Vrk xf4ot, dM*, Mid COM. 

JlMMke rrt>ott ferin umIi >o«f code. 
■ 11 ^^aplf lMretmftlbrailo%oufrop%of 

IndirMe «Mi ihf report locm etacilt >om 

MM^ rlMTk directK to tlie phiMCMo* Uboratorv 
or tjlirMf odor, note iKiLiodudum Ihe amoum 
ol Ihf check, the xtmht, And Ihe dile «m uhkh 
>ou%etiiii U%otiiiOM*f»orecmeft.vii m^pet* 
mit U Ihr COM 4«d a %ohmiif> health at,»oc% 
zIILf*"*^ «« «he ouiiiMdinf 20 perceni 
•wid Ihe 4i|rnci « cop> ihe "^porl to Ihe 
Mtcnber' wtlh 4 letter rcileroitng ihe pai* 
^^J^P^tmttH pre%ioc«l> reached md ihanlc 
them m ^vmkc for iheir ASMilMce. Thii 
letter iKoidd then hi placed m 4 spfcU «te for 
IMI ipeciSc «||eiic>\ 
«^ o«j^ cUm. h.li. ^nd Heporl 10 

Ito iMol of M)- »MmW Mibm^ied Homh, ihe . 
••cr ror»pMv nuv have hNopcd itemi of ddTer* 
eiit ciMim lo«etlief. So uy lo Mid lome iiemi 
•loiii Mutlirr Mmimd d4MK 10 ihe one titdH'^trd 
ihepo^mrot nymlurr Yom mav need to jdd 
lip wxttd ilifereiit Mrmt lo unravel ihe mw- 
•«> 4Im». vime iiemi mOI he p^d IlKI perceni. 
«ihde<ithetiM»||heiOieredoAl% «l})erceni w» 
»ouMo^ hiietu in lolMtuieoot Hhichiieini jre 
•ullV coieteil jnd nhich nnl^ p«,iMlK 
iMiUiee%en uhich neie refuiedi IfviKi ^re >iill 
i»»llh^ 4iid i^i't vilie Ihe mvvierv, ui| ulut 
€i4tm% evjimner 

^ Que§$ionmhie mnd Htjerftti ChimM 
l^rarn H hjl III «lo w ith icierird i L,|„( 1 j 
Ofde II rie%rr to tile ih> Iw jii anvurr i| umi 

lll*;*^ MHH fl4llll 1% wIkI. KuII if UHit chilli 

•jeedi »ome (wiummI ii^mi. sou ihoiild ir\ lu utt 
Ihe imurancf r4iin|»iiii to pjv for ihein If w>u 
^noH HheniiHiiirittiulK tubmiC ihecLiim ilui 
Jfi Mem in^i not lie lowred. ^ttirh j leitrr Irimi 
itnir iihi^iniit uKlirjiiiiic hIu ihe iKmii u 



for > our chOd » medkal care If >oo neiileci to 
lend ihik co\er hMier and |m% rnrni for the iiem 
|t rciected; aik ><iur doctor lo uriie a su|)pott 
litter ond letid it 10 the uip<*r%iy>r» requetiMiK 
lh4t >ouc cUim be forunich^ ^iih this letter lo 
the compMtys medical re%iew iMord. uhkh 
coMider* imimumI cl;wm Since it ii idMi>i dift. 
cuH lo itet peo|)le lo cimme lh<*ir inimh o«ice 
be> have s^mI no. u n hett In Mi|)|)tv 4II coik inc 
information Hlieii jiu t tiriofiliiur^' cUm;* 
fitu MiUmtied 

U»tlf rs'imist U' a% linrniO j» |Nmil>l«* HuK^ 
*»ilur» ^e bMi> iiei,,,!^. ,|h»^ ,|o 
Mnie hmit. infornulHe leiie-j. Tlierefore 
ma> be obhMo «»ork oui an arran^eim nt u ,ih 
>^ir doctor Hhereliviwipro^klea lia of ulient 
poinu. or >ou inai- e%e« Uuit 4 kiier Hut %our 
doctor can then edit and h4*e rrii|N*d .m lu% or 
her letterhead Tliw t% not licnifi dc\*kMiv Haiher 
you ate mm« >our doctor liine and eniuring 
hat the fftpirti ha. the Ueil potuhh; chance of 
wo* bonored the hrtt lime %ou make it 
A quenionable item ii soiiieihiiiK not' com. 

whirlpool hath, or tomeihrnn ,Mt purch^ied 
from a regular medical iendor. Mich as clean* 
in« Milmvm Ah nnilical .iiuipinrni If can 
liroie ihj* ^Ni need the ii<*im to, ummIk jI |M.r. 
PO*<^..*>f A >ou i jii Kri II 4'|K'j|M»r from a 
fWHimc<»»cal voiirro. tlie HUMramv nNniuii^ 
inav |u> for It, 



voi.uxT.iHV iiKw.rii .w;K.\^:l^^^ 

AlU r iiMi ha^e diwoi^retl u|,„.|, ,.*|mni\*»s 4aii 
l»e«IHraml l»> itoii'riiim^iii .ii^rmVk aiwl inisli- 
cal iiiMirance. d joci miU |ui,. uiiirc iiMNh<-al w 
IKWt llMii %ou (an |ui iiiurirlf. vottsuU^f ui|. 
Jiiiur* lieahhjiceiirh^ Hum- ariM^^uWislM^Hu 
Im*I|> iiutuiihiaK uiih .jHvul ,>,ttU: Uwx smk 
WMh III hImi llici tMii aiMl i^hai ih«H .,fV 
iiu 10 pro^Mle Since (heir Iw^Jp can iV iiu.,|„. 

.•We, wo Uiould imleed l>e erai.»lul to ,11. Hm 

miase*o*ihj*eilieiiii|»rinM0M Hut ihe> mihhK 
itue auav muiiei. .011 should Ik* a«v.re «f ho« 
the* fiiiiciioii. 

^lll»miKh|MM.pl*»uorkwi!Ur *oluiil.ir* lirjHIi 
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ma>' not undertiaitd y our economic ttraiu. Alio, 
since theie atencict work %er>- hard to raiu* 
their money, they are utoaKy lery cautious 
about how it it spent. Feriont in eharge of fMMt 
aUocatiim art held accountable for how they 
spend that money. They have buditts and boulc 
keefiinii iHoceduret to fottow thai do not allow 
for m aaimum desibdity. Abo, tetnetiwet an 
ajiency u-iM want to show the puUic that it is 
indeed helpinf nttdy indii-iduak. to it will u r Hs 
pulilic'ser%-ict prcifccts, such at tuppl>init a ta«i 
%an for the disabled* because th^ penerales 
much more publictty and community sut>port 
than providing orthopedic shoes. This it not to 
say that one item it more imjicitani than an. 
other but to indicate that it it sonietimes ddScuh 
to Met help for direct sor%^icet lattistance iti%en 
directly to specific persons for their individual 
medical necdt). 

Some aftncies art • Jc^^to work with; others 
can be extremel>' dilBcult. Kvwe^er, an anenc)* 
is ettablished to aid needy indS-iduals, and you 
can provide U with tho opporttmity to atiitt. 

Diseoviun which ■geneiet con help you it 

not alwa)t easy. Begin by comactimi all agencies 
thai might be tvtn remotely interrited in )'our 
clwkJ's|ifohlein. AUagenciesprovidea^'arietyof 
inforinaiion^ser%ices« including advice aliout 
oiher Krou|is that may beabk» to help ymt. While 
some agencies pro\-ide direct financial atust* 
aiice. it is usually only Ibr certain items or ser. 
X ices. i*herefore >ou may come to rely ona num* 
lK*r ul^ iKganir^iions for difereni set sices and 
.fuiMhiig. 

Ctontacting the agency is the first step touard 
receiving assistance. Sometimes a doctor i»r so* 
cial umlu*r iiill refer iou loan agenc>vi)rdiiiar* 
lU «mi luie to make contact voursell. UsuaUv it 
is liesi III leleplwine the ageiicv first lo ve il it 
can indeed hi*lp Hiih > our child's needs. .\t some 
IMMiil. personal contact must be «*slablidied. 
StMiseiiines its social Morker wdl make a home 
\isil. in which c*4e it is much easier for )ou lo 
show luin or iter >our bsing siluation. >'our child, 
and sour dukl's medical needs. If im oih* from 
ait .iKeitCi uaiils locoine lo vou. try lo iak«* ««Mir 
cliilcl lo ih«*aK«'itc> 4l l«*4Sl once so the |M*rs<NitH 



u-iM knoH- >ou both and hase a better under* 
stamling of uhs >o«i are making >our request. 

Financial need is usually the criterion for as* 
Slstance.^ While a few agencies Mdl pa>' for any 
'*st«nd4rd** item for someone u'ith the deaig* 
naied dtsalnhis «»r dhiess« regardlett of your 
finaiaial need «for e«am|de. the Muscular Dss* 
iro|ihy .\ssoct4tion «>f .\nierica %^ bu% wheel* 
chairsi. most agencies will uant to asten )Our 
finanaal situalHNi. If you thirsk >ou have a hsgiti* 
maSe neeil. it is sour restMambdiiy to prose it. 
Often >ou «^iU have to fib out a standard form 
that may not clearly de|>ict )our financial situa* 
lion. So feel free to add any information you 
ihmk is relesani. 

The actual itfuest is your opportumt> tr/'con* 
since an agenc>* that >our need is reasonable. 
Since agencies must res|Mind to written corrt* 
spondence. esen if you discuss the mailer b> 
phone, make estry request in writing «iypc4 if 
potsiblei, dearh* mmI conctseH' stating your 
child's medical need and backing up )iour rt* 
quest with n uTdten prescription or a letter from 
>'our ikictor. Again, since not esers* doctor has 
the time or interest to u 1 ne as complete a letter 
as vou might dcure« > ou m 41 be d<«ing both > our * 
self aiMl Ihe <li»c«or a favor bs- uriiing dou*n all 
tin* rek*saiit detads and cons e)^!^ them to I'our 
doctor in fierson or by mail, or at leau dictating 
Ihe utiornulioit lo his or her secretary oser the 
idtone. As inoniioned liefore. )our «lorior may 
not miiid il sou draft a letter for 4>;liting. He* 
inenilier. a good Wticr iiuy cons mce the agency 
to lu'lp %«HI. 

t'fiUMial requests is ill arise if uNir chikl has 
e«lraor4liiiar> lu'itlv Ksain|>li*sof suchr«*quesls. 
Mha*hiiiu\l UMiMisincMigli «ii44l«* if |Miim*iit i% 
lo I'olkiis; tail into Itiree iiMiii calegoci<*>: 

I tlt»n% f4t44Uutty ff ftftfitimtiy tfjrticu /•y iMlMr* 
mmrtfM$$*iHtrt, micIi js Itcjfiiu .mJ» «»( iwllwpe* 
«Ik thiH^. jif li'aikK |uid Un if )uw <*iii fiod an 
^tLttM-y a4liti«'<a4iK uu'lf lo |M*r><ms MMk (tut par* 
ticuUr il«wtl>iui\ aiHJ tiwit lloHr^er. ibere ara 
lalk'r «i4'iii\ >itli A\ J Hlufl|iot4 liaili. «lMcb me 
rcNiik'thit titiiitiikinU and lu< h fa>cb ifce me d i c al 
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^ MECTIKCTIIE NEEDS 

•fH couU be riMiMdetcd ^ueiiioiuble In ihit 
€Mt. if \ou CM r6n\m ilie ifuurMH-e comply 
p^ mi^ttM 'ter p«c* 236i. « local acnic> 
after 10 tkr rmMiunt ^ |>eie»iiU 
I Hr^t i*«r «>» iwW W/<»f^ CM be i«ibma « 
••4 M %•« ihM iiecib iMiMiue Hems. perlw»|H 
■«4eeip»c«ll» (or %om ^ « iiofimc«|K>4l pefion. 

. Cm ihetr. 

$• •! Ike MiMMMire C Anipan% p^d m\ prrceni ol ihe 

•teflri piid 20 perceM. >qu cm iry 10 get ihe 
***** iWMiiriMiife 4nd rtfMu. Vou can 

Weal afmc% ihal ihr m«ifiienaiKe mmI repair ol 
•^iMpmeM %uur child utet reguUilv are ooKotnf 
rMi ami K II cheapef 1© Mp mib ihit ih«n 10 
replace ibe e^uipmenc 

y>*f^ »»> «^«*^*%are disliked b>- most 
: •t^*!^ »h«y c jniK>t carefull y anaU ?e 

requeu u justified. In jddilioh. 
^ i«i»«c»' may M preuurcd 16 proVide finanaal 

^MMUfice fbf M tiem a fuiulK h«s already pur- 
frel ti can pa% for iiielf. An 
^agmci-frraiK prefer iihai%ou ha\e prior med«- 
y cal MithoritaiMm for *U eipendilure* and thM 
^ ihif-ff^weMi proceed lofien 4I a uuul s pacei 
r ikoughMbe appiopruie channels Unfoclu- 
. ' fiaielv . vou are not aln aisable in perccue needs 
s i»ad%aiKe For eiample. in an emergency. \i>u 

need addil»onal equipmenl immediately, not 
; Ibree neehs Lier after the appropruie cimiinii- 
^ lee bif mei jnd ib«* iMiard ha* K^eii ..vproval 

Somelimef rquiptneni can be renled. nilh ihc 
. tfftl irKmih'i rem deducted |roin ihe |Mirrhase 

price Thi* uix es * (mi Vi Ha\tlo iind the inoiiev 
^^Iflolbeicjirs \miina% iia\etuhuvlhrili*m and 

•hrn slait ih<' IjUtiiciiv profe^i o| jiiiilmie \oin«- 
''Hie 10 |u\ lor II 

Special fundi mav l>e eitabliUi(*< 1 h\ 411 4tfi*ncv 
. d «<Mi are ronsiaiUK (Oiniiig up ttith unmual 
^ ffW**>i^f^*fn a reirojclii.* luiure With 
Mrcim su|»p6it frum \our |»h\\Kian. »ou iiiav be 
aMe ic «*6rk nut mi aiiri*euiriit mth ^n ji{(M>c\ 
, 10 set up a \p<Mijl lund jllotviim .1 certjui 
amnuiit 01 montM per ^far lor «iNir ihilir\ rare 
Tbl* will i\iH iu,t \,A\r ti> M*iiil in .1 j »i\m. 



0PTilEUil6t.EF.\MiU 

ciin's >upporl letter for eu ry rcqiuHt .Such a 
fuiki coutd co\er au> amount. not cohered hy 
>our insurance inhile it i$, of course. uiidi*rsti)od 
thai only a certain sum it a\aiUhk>> Pi\menl 
will prol>ablv be made' the chant* dirc'cth to 
.Ihe sender upon receipt of the lull iViiin sou. 
without your needing to est ahhsh the leHitiinacy 
of each item. This arraiucement uses iinu* jnil 
efori for sour doctor, the aiteiic*. and > mi- 
Refusals arc not uncomriMiu. f)(*%pitr iH >otir 
carefuUv plaimed cforts. >uu iius bud ilut get- 
ling an afenoMo part isith its inones is sers. 
vers* dittrult. 

If > ou f ct aniio« ed about the rrfusaK > iiii are 
lure to encounter, ii is hard on sou and sntir 
family and this ison't help establish a iiotnI tuirk- 
ing relationstup isirh the agencies uhose assist- 
ance sou really need Keep smiling, and remain 
determined and persiiasise Pobte inMstriicr 
can work wonders. 

Keeping records is vital w hen \ ou are success- 
ful m getting assistance fruin agencies. Ileiein by 
iiartint a folder lor each agencs and krepuig in 
It a catbon or photocopy of any corri*s|xind.*iKe 
or bills subnutled lo that agriics. using a nuiii* 
bermg svstetn if with uisurance. where H-l CP 
Hould indicate the brsi claim tu tht* l iuteil Co. 
rrhral Palss .Usociatwii lorMiur ilaugliter 
Helinda Kli/alieth |ur tha? sear. .\Uo .ulcl to s.iiir 
lobh»r any notes ttf trl«;phoni* lonsrrsalioiis 
Keep carelul track of hills Mibiniiird .mil UlU 
paid esiMTMllv i( the agencs pass a s.-ndur lit- 
re 4tlv lor >ersires for uhuh sou luse Ui-n 
hilled CiHnputersoftengersert nmlined ulieu 
an aitencv. rather than the indisidiul. sends 
inonev and (k)esnt clearls indicate »\lio\e .ic- 
count should be crrdiliMl 

<.ise thanks lor .u.i lii-lp rvieised Jroiii .tu 
agrncs It s a itood idea to «irite ib.iiik-«ou I.-: 
ters ikeeping copies in the .'ciics % liililrr 1. ^uu e 
correspondence is ofieh read at hoard iiieetnigs. 
A carelullj drafted letter ssill help lioaril mein- 
hers l>etter iinderst;'Md the needs ol iiidi« iihials 
suih as sour child E\en i| < ini lia« e liail esueme 
diftcult> in gettniit help Irom .1 |».irtici>lar 
agencs. sou vlioiild vtill Im* ixiiiie !,> |u»e the 
striMwesI ellec t. I'.ictual iiilorin.itioii ^ucll .i> ihe 
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itate of Ihe request ami the filial date of assist- 
aiice receised will indicate an e.scessisely skm* 
pace ss ithoiit )our pouilu;g this out ;pectiical|y. 

OiKcial complaints are sometint^s necessary 
If sou Ihiidt lhal an agency is runnmg a par lieu* 
larK ab>stnal show and that Ih^r heeds of other 
chiklren are not being met either, complain If 
oiilysour requests are being turned down, try to 
figure jut why. 

Coinplainis can be lodged with whoever is 
next up the line in the agency from the person 
with whom )ou are experiencing diftculiy. if a 
committee resiewing >our request rnoses very 
stuuly. contact the director, if Ihe director is 
if lunnpcteni. contact thv chairman of the board, 
i lowever. since incompetence is a serious accu* 
sation. be sure that it U iM>t just a peiioiuhty 
cunfiict but that the director's brusque alid rude 
manner, tardiness in returnmt phone calU. etc . 
make it dilficull for many members of the com* 
munity to work with this individu.-}! and that the 
agency's image is being tarnished.^ Siitce you are 
trying to hel^ people understand and empathize 
with the needy; have factual infonhation to sup- 
port any complaint, and proceed with, tact. If 
y4Mi tliiiik itisuKcient monies are being spent on 
<lirect sets ices, substantiate sour cturos with a 
resu'sv *if tite actual ci|J«nditures of other tioit- 
prubl iirgani/ations. sshich tnust be open to the 
puMic 

ViMi can follow up a series of telephone cun- 
idaints ssith a carefully drafted Utter if >-ou re* 
alh (eel ilie agencv is not versing the needs of 
the community. If >ou proceed tactfully, sour 
action should not adversehr eiect your future 
requests for assistance. Any responsible iKMrd 
«sill tsaiii to know of any serioui. unwarranted 
dilCculties a clirnl encounters. 

Becoming a board member has pros and cons. 
Thrnuieli Ixiard or committee mcnihership sou 
eaii espress gratitude, help others, and Ivarn 
hotv such organizations function. But active |ur- 
ticipation takes time and energy— sometimes 
nersouk energy if Ihe agencs- is poorly run. Vou 
ssill base to decide if sou can ls*arn enough .tiid 
l>c elfeetis e enough to make Iteing a board nteni- 
l)er «snrth«« bile at llii> time. |>articularls if caring 
for simr child is *erv ileiiuiuliiig. 



Interagency meetings can be arranged if sour 
child has high medical expenses and receises 
support from dJferent agencies. Vour social 
worker may coordinate work among agencies, 
but you know your child's needs best and are 
therefore often bis or her best advocate, if sou 
thitilr a meetmg indudmg you. your physician, 
and representatives of the agencies that are «or 
that^ybu would like to have) iL/olved in sour 
child's ^re may be helpful, discuss it with sour 
doctor, If he or she thmks it is appropriate, let 
>t>ur doctor choose the meeting date and then 
' arrange the meeting souraelf.'imtesi >ou base a 
competent serial worker to do it for you. Vou 
might try lo base such meetings at) our h .^seso 
the people can meet sour child and see bow he 
or she iises and what he or she needs. Since the 
main purpose of such a meeting is to establish 
one's finacicial need, and a parent can often do 
this best, always prepare a comprehensive finan- 
cial statement (with copies for ever)*one) so each 
participant can .see how much financial assist* 
ance you need and who is contributing ii; which 
areas. A sample statement is shosvi* m figure 
17*1; 

Creafirg ffnandng Throuf;h Frietidly 
jjti Forceful Fer$uQ$ion 

SfNnetimes. in spite of sour best elforts. >ou may 
see ymir child's iiietlical bills mounting, with no 
wav to pas them .\l that pomt, you may need 
help from soiiK^one nt snur community or at the 
state level who has learned how to develop and 
present a comprdiensise {dan of an indis-tdual's 
fiiunciai needs tu insurance aiid/or govermnen* 
tal agencies in Mich a way that Ihe package is 
irresisttlile. Fnr esaiiiple. \av a ventilator- 
dependent chiki ssho IS htispitalized fur $-|0<M)U 
a month coutd he cared for at home lur about 
|2.tNMI a inonlh .\nd if it pSaceil these lunds 
io an interest •earning account. s\iihin three 
years the interest ssould pay for any continumg 
itome care for the child. Who could resist tlut? 
And if there is tio ssas to shusv irresistible pav- 
ings, then one can still appeal to the finer hu- 
inanitarMii qualities in people If, t'or esainple. 
) our chikl lias all nasi reached his or her hfelitne 
insurance* limit, ihi* liucctors of Hie insurance 
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coih|Mny cerlaitily wouldn't w«fit you dtikl lo 
go wilhoul the bealib care he or she needs. 
«^ould they? If carefully presented pro|M>sals fall 
on deaf ears, it is idiK'a> s possible to appeal i o t he 
piiMic by getlinit ibe miiim to present >our case 
10 the people after yoa have told o^ldals. in- 
volved in providiot Snancing for >our child s 
care that unless some progress can be made by 
a certain date you do thinh the iodividuak in 
your conununity should be made anare of^the 
problem. After aH; the media are always looking 
for human interest stories and are happy lo help 
individuals gel the services thai they truly need. 

Some creative doctors and directors of stale 
children's services have alurays managed to get 
I heir children the services Ihev* need: >ou can 
too. 



PLANNING FOR THE FUTURE 

Lift imuranct 

Unless >ou have a large extended family or 
group of friends who can financiall% help >ou in 
case of neeif ..consider liCe insurance, if the 
prenuums are not too high. 

You may want to buy hfe insurance for both 
parents. Ibr if vour child requires a great deal of 
iiurMug care and one |»«em dies, the oilM*r lur- 
nit will cither have to stay home or hire sucm*- 
out* to do so white he cr she goes out iu work. 

Tliirre are both private and group life insiir- 
jncc plans. Croup |ilaiis are cheaper and less 
likely to have preettsting-conditiont clauses that 
etrliidc un>oiie with a kiwmn medical |)robk*m 
of a verioiii lutufe. Sometimes there jre 
iiiodilu**! preexisting condititms clauses iiulicjt- 
iiig that the |miIr'v will |mv jitcr a iierson lias 
lH*en .mrolletl lor a certain length of time, such 
as tviii years Prr«*xi>lMiK*coiwlitimis claiiw*^ are 
iiu>aiit to prevent teruHiMllv ill peisoiis from 
talking out large policies right liefore th«*ir 
deaths. 

ClarefiiUy consider if vou want to insure the 
father, niutht'r. or biilii and whether vihi can 
iimirr de|>«*iideiits. Siiia* iiianv fatiuK plans (k> 
not luve preevi^tiiiK C(uiclitiuiis dames li>r chil' 
(Iren. >urli iiikuraiice mild Ih* vuluahle. If vuur 



child ha> a progressive illness and vou buy life 
insurance for hitn or her. sou may pay p«einiums 
for years. But if sour chikl doi»s'die. any life* 
insurance pav-ments could help offset medical 
expenses v*ou incurred. 

Ui7/s And Truaij 

tvvery lurcnt shoukl have a wil* %is is espe- 
cially true for parents of aii ill or disabled child. 
Two itnpdftant factors in sour will will be who 
Mill t)e vour duUHenrs legal guardian and nhat 
will happen lo sour estate. 

Any will should be drafted a competent 
.attorney who has experience in this specific ts pe 
of estate |ilaiiiiiiig. 

A legal guardian is necessary for any minor. If 
your son or daughter is now unfile to care for 
hiiiiself or lierselt and wtU prot*ably continue to 
lie un^dite to care do so as an adult, it is vital to. 
make prbv ision for >our chikl's care should both 
parents die. To ensure that >^r child retnaiiis m 
a faimly and is not institutionalized, see if adoie 
friend « lU agree to be desigrutcd as legal guard; 
ian of vour children and estate. lUsualls both of 
these responsibihtirs are deWgated to one part> 
unless you have a verv large est jie.t 11 sou don't 
ask sour friends if thi k would lie willing to be- 
legal guardun V > our chikl coukl become a ward 
of the state alter vour ikuth. 

if sour child is livinic at lioiiie. sou iiuiiht want 
to make un agroeiiieiit with aiMHher laiivils. re* 
corded in thi* wilK of ImmIi. that if the parents in 
mil* faiiiiU' (Iu* the othi*! laiiiilv will boccMitv the 
k*tul giiarduiu «if anv suiviviiiK ihiklren and 
take them into its home. If vour child is not lis* 
iiig at Ikhik*. Iio or \lie will %till need a h.*gal 
guardian until lie <»r she (oiiu*' ul age. 

The iiilienlance of vbiir j\%<;is u tlie other fac- 
tor to consiiler. Il \t>u do not have a will, any 
raiiiilv a\M*t» will Ih* diviiled i*<|UaU> aiiioiiK the 
viiivivinic chiklten. Ilowi'ver. il \our (Uialil(*d 
i^ild, either iiitentionalh tlirotiuh sour will or 
uniiitentioiiaUv throiiu h % »i>r lUilure to make a 
will, inherits a»ets liaviiitf a v.ilii«- in evcessof an 
aiiiiHUit \|>t*cilM'd Ih the covi'iiniient <|>resentKv^ 
SI^54Nii 111* iir >tu* wiU no loiiuer l>i* t-htfiliU* fiir 
SuppleiiteiilalSeenrilv Iikh>mu* Hikc jiiiN*verv 
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impofiam 4 >ouf child a vef>- :4 or se%ereii 
disabled the absence of SSI qt^bficalioii ;U is 
ofle^n eurefmrly ddfeuli to i|yaiW>- for * n- of the 
oihtt UMe 4nd federal benefit pro^M^ The 
nKwe% peat idrd m your heq^ or «ift lo your 
d.1^ child nu> beibia«> jnwSdeiMiomeet 
Ns or her nenfo. but ihoM fufidt will have lb be 
eth^sied lo ihe.dolU bni^t befbre ebiiibUilv 
cm be rcobiMned. Tha means ih^ if ><w lea%e 
lour child assets, either ihroii|th a {mkmK 
?Wd hOI or thruu«h 1^ of pbnnmK. >our 
child inav be denied >er% ices ^ ^hich lie or she 
HCMjId oiherHise be dibble if only ibedisoUhly 
HMei^udrred piefelbrecareftaUv draft sour 
«w|l so some iiortion of your estate can supple* 
men! IheitoCernmenI beoeits W-ithoiii disquali- 
f)m« your child for those benebts The :ke% lo 
fioMicial ehgibdili for fo^ehunenl benehls is 
the ;*4vadabilit> ' of the funds lb >ou^ child If 
the assets are put in a properly worded trust for 
%our chdd he or die is not considered to iHin 
Ihem; rather, the assets m the trust are used lo 
Mpplement otVier assets owned by- the benefia- 
•ry- or in Which the heneficiary mav ha%e some 
interest. In other words, it should be clear thai 
the trust is not intended to provide primarv sup^ 
poll for the lU or disabled persocs The Irmice 
ilhe per sfio Hho manaKes the assets) shouUI hj% c 
complete diicretion lo determine when and if 



MEEHNC TME NEEDS OF THE WIIOI.K FAMII.V 



the beneficiart- needs 4hi Mp|>lemenlj|si*r%ices 
or proicr4Mis; Fa% iiienis thji ore in^* froni the 
Inist go dirccth to the perMinv h ho ^pply goods 
or ser%ices lo Ihe beiiehciiry. A "spendlhrift** 
program should be included in the trust. iiidiC4|. 
iiig that ibe betieiiciar> his no ownership inter- 
est Hhjtsoe%er in the 4sseis pUa*d iii the tru>t. 
Vim can ulso name soiiieoiie lo rocci* e »he fund\ 
H hen )our diubled child no limber needs theiii. 
A protisiofi can <»%en:be imiuded thut would 
reiiuire 4 disirilMiii«Ni ol tlie reiiMimnic assets m 
llie iriiM t<i a iMHidiMl>l«-«| f^mU iii«»iiiIh r in llie 
event that the Male Uouitht Million uxaiiiit 
Ibe irust or refusetl lo iwo^ide henebis 10 the 
disaldedbcfiefr -'y^cciuse of ilui ewttence of 
the iriist. Vou im^hi conioil ymt local asuicia- 
lion (m inenlallv relordt^d pi*rvHii lo get ibe 
naim-sof repuiald«> lawyers nho are ueU ierscil 
in Ihe pertinent state and federal Uhy and nho 
ha*e e<p«*r»ence in selting up such Irusts and 
Hills 

E%en if vbur child is not so diwl>k*d m io re- 
quire careful tfstaie planning 10 ensure any 
needed government services. reiiM.*mbiY ihat if 
l,ou do not set up a Irust % our chOd hiII receito 
his or her loial inheriUike upon comiiiH of age 
A ium iiMv lie appro|)rMle.if >ou \%ani 10 gi%e 
«UHl4iice lor Ihe allcKaiion and u>eof fuiidsaflcr 
%*Hir child c-o;iitfS of age 
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CHECKLIST OF INFORMATION HELPFUL WHEN APPLYING 
FOR SSI BENEHTS 

1. Birth certificate of child 

• • * 

2. Bank Statements of parents (and statement of child. If he/she 

has a bank account}— Brl^g the most recent two 

3. Statement of savings account of parents (and child. If applicable) 

Bring most recent one " * ' KF"caoie; 

4. Description, including value, of any stocks or bonds 

5. Description, including face value, of insurance policies 

6. Record of any wages earned by either parent (the latest pay stub) 

7. Evidence of ownership for a home or other building or dwell ing 

8. Evidence of ownership of a motor vehicle 

9. Any medical reports, school testing reports (with IQ scores) 

or any other reports from doctors, psychoTcgists, hospitals, etc. 

* 

NOTE: A statement from a physician which says "This person is 
disabled" Is NOT enough. 
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Medical Information 
Needed fbr SSI Interview 

^' and SKn^dJne***^"^ ^'here done 

Ai "Special testing- .can.1nclude: m (electrocardiogramK 

^^'^i if"***^* 2J •J^ *>ody part, breathing 
.. tests, blood tests, EEG (brain wave). Intelligence of 
personality tests or others). 

^* Illf.I*?* •ddress and phone number of the doctor (s) who has 
treated you since your Illness began and those who brve your 
. most recent medical records. — 

^' UllJ^i^ !"i ®^ hospital or clinic where you have 

oeen treated and when you were treated there. 

Ilitfi*^!*!^ "^^^^^ approximate dates you 

worked at the place and a general defcrlptlon of the work you 

MOTE: This applies or.ly to people old enough to J»ave been 
eligible to work. 

5. AJIst of other agencies which may be helping you (County or 
State Welfare. Vocational: Rehabilitation, etc.) 

^' ?J!*5r^''?i**" lopairraent or illness limits 

activity (does it confine the person to a wheelchair, bed, 
limit activities in any way). 
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Checklist of l;for«.tlon He^ful When Applying for Aid to Dependant 
Children (ADC) or Aid to the Aged. Blind fc Dieablcd (AABD) 



1. Birth certificate, for .11 t»mily «e»ber.. If you .re pregnant, 

InSlS^SnS*:! a doctor'. atatcWt verifying thJ pregn.Scy*.S ' 
Indlcntins approxiaate due d.te. r • ^ 

^' ifS!J???'***"^ T^" certiflcte., for .11 fa«ily 

JJi; Jli''*" "T"' l«uni.atio« records, 

report era., library card.* etc.) ^ «», . 

^ ' y»" *PPly tor the. when you have your lniti.l 
4. AU pay .tub. for the last -bree Mnth.. 

^' J«SfJ!"S".S! T reeource.: Social Security, Veteran*, 

road Ratir«Bent» Indian Leaco land, Ali«)ny, Child Support. Savlnc. 
S^^JE^tSS'^h!?;:'^ Statement., MoJir VehicI^^SSitmtf 
•tc. (Either the letter, or docuaent, or . copjr of t.h. check received.) 

6. Most recent checking and/or ..vings account statet«ent.. 

J2^f)1o^".lJli^y'"^^^^^^ C'^-cription -d face 

8. .Rent or ttortage p^ent verification. 

9. Current utility biUs or receipts. 

10. Marriage and/or divorce verification. (License or. decree.) 

Se^SS'n^^^jf'.dlJ^il P«rents of children (i.e. Social 

fiSIr- iS'f •** employer etc.) For ADC you must prove the^ 

father is not in the home, by statement from landlord, nelghborstetc! 

All Information given will be held m strict confidence. 
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MEDICALLY HANDICAPPED CHILDREN'S PROGRAM (MHCP) 
NEBRASKA DEPARTMENT OF SOCIAL SERVICES 
Title V Program 

• • 
INFORMATION SHEET 



Diagnostic and treatment services within the scope of medical cov«*rage are 
provided when they are prior authorized by Medically Handicapped Children's 
Program (MHCP) . Services must be provided by a current Medically Handi- 
capped ChildrWs Program contract vendor. Hospitalization is provided 
at hospitals where the Medically Handicapped Children's Prograti primary 
physician directly sx^ervises the treatment. Scme secondary care may be 
provided at other hospitals when it is part of the treatment plan recoti- 
mended by the primary physician and approved by the MedicaUy Handicapped 
Children' s Program. 

Ctiistodial and acute care are not covered. 

Clinics are operated by the Medically Handicapped Children's Program and 
appointments are made through the offices in Lincoln, Omaha, Grand Island, 
and Scottsbluff . 

The preferred method of referring a child is through a physician, since 
this method usuaLLly provides more accurate and detailed* medical informa- 
ticn. Referrals may also be made by the parents, th€^ local Social Service 
Office, or other persons or social agencies. Physicians way obtain 
Referral Forms (CC-110) from their Social Service Office or may refer by 
a letter including their findings, diagnosis, and recommendations. 

Determination for individual care is based an a child's diagnosis, medical 
treatment plan, and the family's ability to pay for the cost of the medical 
care. Program coverage is as follows: 

1. O rthopedic Program; General Orthopedic Care 

Coverage is provided for general orthopedic problems, congenital or 
acquired, excluding recent, ncn-ccmplicated fractU4.-es. 

Services for hemophilia (caused by deficiency of antihemophilic 
globulin: Factor VIII) are provided by a hematologist. 

Services iiay include diagnostic evaluations, consultations, active 
treatment, x-rays, pathology, hospitalizations, braces and appliances 
and tlieir maintenance, crutches, wallers, shoes with corrections, 
and limited physical therapy. 

Wheelchairs, stand-up tables, and sick room equipment are not pro- 
vided. 
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Car* is provided through cpntracted Orthopedists' offices located in 
Scot-^sbluff , North Platte, Kearney, Grand Island, Hastings, Lincoln, 
Norfolk, and Yankton, South Dakota, and orthopedic clinics held in 
Lincoln « Omaha; and Ainsworth. 

Specialized Orthopedic Programs 

Clinic Service 

Scoliosis Clinics: Lincoln and Omaha 
Rheumatoid Arthritis Clinic: Lincoln 
Cerebral Palav Program 

All services provided are supervised by a multi -disciplinary consulta- 
tion team. 

Services may include general orthopedic care, and neurological care, 
including hospitalization, psychological evaluations, general anes- 
thetic dental services for severely involved children, limited 
physical therapy, and occupational therapy. 

Heart Program 

Diagnostic and follow-up services a i provided only through Clinics 
at the University of Nebraska Medical Center, Omaha, an^ outstate 
consultation Clinics held in Scottsbluff, North Platte, Cozad, 
Grand Island, Lincoln, and Norfolk. Surgery is provided only at the 
University of Nebraska Medical Center. Limited hospital and outpatient 
care is provided by private pediatric cardiologists in Omaha and 
Scottsbluff. 

Services may include prophylactic drugs, x-rays, and pathology. 

On occasion, certain complicated cardiac surgery is provided at a 
partially Federally funded regions,!' center, at the Mayo Clinic in 
Rochester, Minnesota. This must be recommended by a contracted 
pediatric cardiologist and approved by the Medical Director. The 
application is made by. the Medically Handicapped Children's Program. 

Cystic; Fibrosis Program 

Diagnostic and treatfhant services are provided at the University of 
Nebraska Medical Center and at 'j^o Clinics held in North Platte each 
year. A consultation clinic team supervises care provided. 

Services may include drugs, nebulizer machines and pathology • 

Mid^Line Neurological Program 

Diagnostic, and treatment servicers are provided for congenital or 
acquired mid- line neurological conditions, prircipally hydrocephalus, 
myelomeningocele, and tumors. A multi -disciplinary consultation 
Clir^ic team supervises all cere provided. 
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services raiy include diagnostic evalujitions, consultations > active 
treatment (pediatric, neurologic, urological, and orthopedic), x-rays, 
pathology, hospitalizations, braces and apj.liances and their mainten-' 
ance, limited physical therapy, and limited drugs. 

Oral Plastic Program 

A Medically Handi^capped Children's Program co::sultation clinic team 
supervises all care for children with oral plastic conditions, in- 
cluding cleft Up and/or cleft palate and maxillofacial defects. 
Orthodontic treatment, and routine dental care which is not associa- 
,ted with the above conditions, is not covered. 

SH'^^^*^* i« Lincoln, Omaha, and) North Platte. A consultation 

Clinic team is composed of the following specialists: plastic surgeon, 
£*S*1^ f^"*"' pathologist, otologi. t, psychologist, pedodontist, 

orthodontist, prosthodonist, and dental hygienist. 

Surgery is provided in Lincoln and Omaha. 

Eligible dental and orthodontic care is provided by local dentists 
and orthodontists. 

Other 'services may include speech therapy, care for hearing loss 
including hearing aids, x-rays, and pathology. 

Eve Program 

Coverage is rectricted to eye conditions amenable to surgery, such as 
esotropia, exotropia, strabismus, ptosis, and congenital cataracts. 

Diagnostic and follow-up evaluations are provided through offices of 
contracted ophthalmologists in Lincoln, Omaha, Hastings, Grand Island, 
Columbus, Kearney, Scottsbluff, and through Clinics in Lincoln and 
Omaha . 

Hearing Loss Program 

Diagnosis and treatment, including hospitalization, are provided for 
children who have a hearing losa or a condition which may result in a 
permanent hearing loss . 

Services may include hearing aids and maintenance, audioiogical ser- 
vices . 

Physicians' office services are provided by contracted otologists, in 
Scottsbluff, Kearney, Hastings, Lincoln and Omaha. Consultation 
Clinic services are provided in Lincoln, Omaha and at outstate Clinics. 

Neoplasm Trogrym 

Coverage is provided for neoplasms, including leukemia and lymphomas. 
■Neoplastic growths may or may not be malignant, but must be crippling 
or potentially crippling. ui.At.t*j.4.«»^ 
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S<prvic«3 may includ* physicians' services (hematologist. pediatri- 
cian,, 'aurgeon) for both diagnosis and treatment, hospitalization* " 
xi-caysv pathology, and treatment drugs. 

Primarjr care is provided by the Medically Handicapped Children's 
^lo<ItWi' coxits^Qtud: hematologists in Lincoln and Onaha. as well as 
through the Oncology Departments at the University of Nebraska Medical 
;C«nter„ the University of Creight on Medical Center, and the Children's 
iHospifeal in Denver, Colorado. 

11. ^Aj fthma-prooyain t 

Coyerag^e for (severe, chronic asthma is provided by contracted pedia- 
>tric a. i«f fists in Uncoln, Omaha, and Scottsbluff , as well as Jocal 
care provided by the family physician under the supervision of xhe 
pediatric allergist. 

Servicej may include pathology, x-rays, limited drugs, cardio- 
pulmonary studies, hospitalizations, arid desensitization injections. 

12. Maler Medic al Program 

Coverage is provided for medical diagnoses determined as chronic, 
prolonged, and crippling or potentially crippling in need of active 
-treatment . 

Primary care is arranged by the Medically Handicapped Children's 
Program with contracted physicians who are boarded or board eligible 
in the specialty directly related to the diagnosis. 

Subelaaaiffiea<^j,/->i^ff » re as followic . 

a. Prematurity 

Determining factors are birth weight, gestational age, and the 
need for active trea'jment. Hospitalization only for acute care 
or weight gain is ineligible. 

Hospitalization is only covered at Medically Handicapped Child- 
ren's designated Intensive Care Units, which currently are: 
St. Joseph Hospital, University Hospital, Children's Memorial 
Hospital, and Archbishop Bergan Mercy Hospital, Omaha.- St. 
Elizabeth Cojpmunity Health Center. Lincoln? St. Francis Hospital. 
Grand Island.- Mary Larining Hospital. Hastings.- Good Samaritan 
Hospital, Kearney.- Great Plans Medical Center, North Platte - 
West Nebraska General Hospital, South, Scottsbluff .- Sacred Heart 
Hospital, Yankton, South Dakota.- and the Children's Hospital. 
Denver, Colorado. 

b. Buynq 

Determining factors are the degree of the bum and the percentaae 
of the body surface burned. ^ 

Hospitalization is covered at St. Elizabeth Community Health 
Center, Lincoln, and at Children's Memorial Hospital, Omaha. 
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c. NeurolQoicai 

riagnoor may include seizures, subdural hematoma, encephalocele. 
and Guillain-Barre syndrome. . 

Primary physicians murt be pe»iiatric neurologists. Coverage 
includes pa thQlogy, limited drugs, and hospitalizations. 

d. Genital.UrQlQgjgal 

Diagnoses may include bilateral ureteral reflux, extensive 
hypospadius, and ambiguous genitalia. 

e« <3astro.Infea«<;in«i, 

2.^!S22f*" hygroma, esophageal atresia. 

Hirschsprung s .disease, imperforate anus, massive ischemia 
Doviei. omphalocele, and tracheo-esophageal fistula. 

f • Hematoloait; 

Diagnoses may include systemic lupus erythymatosus and sickle 
cell anemia. 

<3' Respiratorv-Dulmeana^Y 

Diagnoses may include broncho pulmonary dysplasia, oulmonary 
fibrosis, and subglottic tracheal stenosis. 

h. Metabolic 

Diabetes is a covered diagnosis for which hospitalization is 
provided. Other metaboUc disorders, may be covered upon review 

M J5? JJ^^'^'^.^i OiJ^^ctor. These conditions may include conditions 
Of the thyroid, pituitary, thymus and adrenal glands. 

i' Other anomali^ 

Other diagnoses requiring major, chronic care will be considered 
for medical eligibility. «*«sirea 

13. Screening Proerra^ 

Screening evaluations are provided at Norfolk. Airs;«rth, and Chadron 
Jf*?™!?"*^'' Children may be referred for conditions related 

5f ^ evaluated once without charge 
rai, ™? eligibility. All other screening refer- 

rals are handled by appointment through local pediatricians. 

ISl ^??'^"PP«*i Children's Program will refer children frim 

Hil,^7ff 2i 2v5H"^*^ pediatrician's office to other Medically 
Handicapped Children's Program specialized Clinics, as appropriate. 
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14. Ganatieally HandicaPMd Program 

L.B. 989 o£ 1980 »llow« ='chi\Medi cully Handicapped children's Program 
to administer Medical Services ^'ti individuals over 21 ye&rs of age 
with a. diagnosis of Cystic "tt'^' , HemophiMa, and Sickle Cell 
Anemia. Specific cover|tgf> | jiiined (27^ avaiJ^ble funding based 

on prtotlties found in Statd ...-y'*-^ a'tion . Perspri referred to the 
Medically ^HanOi capped Childr«h'-S( P.^i^graja must meet i:he same eligi- * 
bility requirements as for all dthir Medically H&'hdicapped ChilSren's 
Program:^ . 

Cystica Fibrogj^ 

Diagnostic and treatment services are providwd^ at the University of 
Nebraska Medical Ceater, as well as throucrh contracted ohysicians 
specializing in pulinonology. 

Services may include drugs, nebulizer machines, pathology, and 
hospitalization. 

■ Hemophilic 

Services for hemophilia (caused by deficienv,- of antihemoohilic 
globuline: Factor .VIII) are provided by a hernatologist. 

Services may include diagnostic evaluations, consultations, active 
treatment, x-rays, pathology, and ' ospitalizations. 

Sickle Cell Anemia 

Services are provided by a hematologist and coverage may include 
hospitalization, pathology, and outpatient evaluations. 

15. Edacationallv Ra lai red Therapy Services 

This is a coordinated program developed by the Nebraska Department of 
Education, Special Education Branch; and the Medically Handicapped 
Children's Program; to provide educationally related physical and 
occupational therapy services to handicapped students in Nebraska. 

Any child who may need physical therapy and occupational therapy 
services must be referred to that child's local school district. 
Children are refejrred to the Medically Handicapped Children s Program 
for entry into this program by the local school system only . 

Services consist of assessments provided by the Medically Handicaoped 
Children's Program through a network of clinics throughout the State? 
■Physical Therapy, and Occupational Therapy. 

16. Home Parenteral Hyp eralimentation 

This program is coordinated through the University o^ Nebraska Medical 
Center, Department/ of Pediatric Gastroenterology, to provide for the 
treatment of infants whose digestive system cannot absorb sufficient 
nutrition for survival. 
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Diagnoses eligible for this program include short bowel, intractable 
diarrhea and. Crohn's disease. 

Services, are provided for those children receiving treatment in their 
<:own^ or subs.titute home and may include: infusion pumps, catheters, 
intravehous infusion systems ^ laboratory s-udies. mbnitoring medical 
care ani parenteral nutrition fluids. Inpatient: hospital care is . 
not covered under this Program. 

Financial EliQibilitv 

If a child iS: determined medically e'»--gible for any of the above, programs^ 
a family's ability to pay for the c6. of specialized medical treatment 
must be determined prior to commitment for payment by the Medically Handi- 
capped Children's Prqqram. 

Civil Rights 

The Medically Handicapped Children's Program is administered so that no 
person is excluded fraat participation, is dehirC the benefits of, or is 
otherwise subjected to discrimination because ^i: race, color, national 
orig.in or on the basis of handicaps Each individual has the right to 
, ?PPlyt> and b^ considered for the same aid. ciare. services, and other 
>behef its which are provided by the Social Service agency or by other 
agencies, organizations, institutions or individuals yith whom arrange- 
ments have been made for services, regardless of race, color, national 
brigin or handicap. 

An individual may file a contplaint with the local or State Social Service 
Of f ice; or the Federal Department of Health^ and Hxsnan Services whenever 
discriminatory conditions or practices are felt to exist, and will obtain 
orompt and just consideration and action on the complaint. 

Grievance and Aopeaj 

An adult applicant, a parent or guardian of a child, or the representative 
of an adult who is dissatisfied with any action with regard to the furnish- 
ing or denial of services may file a formal grievance within 90 days of 
that action. The resulting grievance decisicn may be appealed (not to in- 
clude decisions specifically related, to a medical eligibility or treatment 
plan decisicn) within 90 days with a request for a fair hearing within the 
guidelines of the Nebraska Department of Social Services fair hearing 
regulations. 
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APPENDIX D 



GETTING CHILDREN Uu^: HOSPITAL TO COMMUNITY 

NEWS DIGEST ISSUES FROM NATIONAL INFORMATION CENTER 
FOR HANDICAPPED CHILDRH(J AND YOUTH 

CHILDREN, WITH HANDICAPS, PARENT AND FAMILY ISSUES: A GUIDE TO READINGS 

PSYCHOLOGICAL TESTING OF CHILDREN WITH DISABILITIES 

ALTERNATIVES FOR COMMUNITY LIVING 
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WORKBOOK SERIES FOR PROVIDING SERVICES TO 
CHILDREN WITH HANDICAPS AND THEIR FAMILIES 



GETTING CHILDREN HOMi.; HOSPITAL TO COMMUNITY 



Gene Bllotti 
University of Illinois 
Oivision of Services for Crippled Children 



Prepared by Georgetown University Child Development Center for the 

Division of Maternal and Child Health under Grant #MCJ-113368-01-1 
Project Director, Phyllis R. Magrab, Ph.D. 

Edited by the editorial staff of the National Center for Education 
in Maternal and Child Health 
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THE imU PHASES IH PUNNING FOR HOME/COh^NITY DISCHARGE 

Thrre are three consecuilve and distinct phases In the journey: eact. 
takes the child and family closer to a successful return hrme. Each phase 
can be understood in terms of: 

• Its goal 
f The key players and their roles 
• The major activities needed for 
*^ successful completion of that phase 



Phase 1 

The first phase consists of appropriate Identification of the can- 
didate for in-home care. The assessment of the child and his/her total 
envlronmerit should ordinarily Include the child's t'artnts, the primary 
medical specialist or attending Physician, the Interdisciplinary Team; and 
the Care Manager. 

GOAL: Evaluation of the candidate for home care 



Phase II 

After the child has been Identified as a candidate tor discharge from 
the medical (Institutional) facility for in-home care, the task is to 
identify specific objectives, service providers, funding sources, etc., 
necessary to realize the child's lii-home placement. This phase requires 
careful analysis by the Care Manager and the. child's Parents, and all plans 
must be double-checked to asiure t!iat all objectives are met ^before the 
child's discharge. During this phase^ the^ Discharge Plan is developed ana 
implemented and the. Home Care Plan is designeii. 

GOAL: Drawing up Discharge and Home Care Plans 



This phase is crucial in planning for the discharge and home care. 
The major conceptualization, scheduling, and analysis must take 
place in this phase BEFORE the child comes home. 



Phase III 

The final phase begiiis as soon as the chilii is discharged from the 
medical facility to a family hone. Then the Hcm Care Plan is fully 
implemented, services to the child and his/her family are in place, and 
maintenance at home begins. 

GOAL: Discharge from the institution and implementing the Hoiw Care plan 



hospital to home requires the interaction of many 
people. Mhile -the crew- varies with each child, several key positions 
will iTways need to be filled-and their tasks assigned-to make the trib 
home a pleasant voyage. The major participants are the child's Parents 

rf?«.<l?^J.^"T**^*"^^*i! "r^"*^'^ Physician, the Care Manager, the Inter- 
disciplinary Tei«. and the Community Support Services personnel. 



The Parents 

°f Parent Includes mother and/or father, or the child's 
court-appointed legal guardian- the person who has legal responsibility for 
J n/r** Pi^otection. In most cases, the child's 

-^!JvL IIL''* actively involved in the Care Plan. Sut many severely 
\ children are under the guardianship of public and private welfare 

agencies because of the inability or unwillingness of the Child's parents 
^?A7lW^^i^lV t?"^ child's'care and support, fn sucS 
S?!!!..? * ^^^^^ will probably have a social worker representing the guar- 

d j;?5nS flTO'iw. Jll* w*5*"^^ ^"^'^^^•^^ ^" approving and Eoor- 

dinating the child's discharge. 

^» the Parents are both participants and subjects in the 
fiwJ?f?H<?';!?*** P'^°^i«Jonals will evaluate the Parents? interest and 
overall ability to care full-time for their child at home. The limit of 
!SfiJ. "* of attention in this phase should not be the stability of the 
child's condition or the feasibility of maintaining the child outside a 

tSfir*^T??tw*5V*^* .1?*?^^^'* must participate in determining 

chflS hoie the many adjustments of full-time caring fbr the^ 

AiH«S^JSc5?5 ^''J Care Manas^. the Parents must be actively involved 
during Phase II. They will help to identify the needed services and sup- 
ports necessary to achieve in-home care. The parents must be involved not 

Sllii iL^-^hnV*^';"*"**?^ ^"^^ "•"•1'"* " impleJ^nJSiSn: 
Jhen th? child- enters, tne home. Phase III. the Parents begin to assume 
more and more responsibility for the care of t?!e child. 



OfiKLiics roR nmm%^ 



U e#i M Mch ifif«r«ti«A M y«u etn ctaut tht eMld*« tfiM6ilUy. Talk 
it ^rofmlMlit •Mteh ifm mi rvetnt iookst kroehumy and 
•rticljM; In tht int«r«t tf ytirk.^iBtiiMt you m your iwr to 
Mcoiiinn M^tsfittt* 

2, m ^tlm about nhi^t ytur ehiltf^t cowditly lo WW* JIv oid boing 

diiMmftd* taMobof tfiit thoto sra chongoo ond id vane m in 
fooMfchy MrviMfOMd lagislation, 

3, Kaip a vfittan f acted af all aanvtrtttitnt tnd inftnttitn ftvan ta 

yau >y i Mp i tt a> - 

4. Think ar har:yay till btd|at yatr tlM tt tat tha naada af yaiir child* 

yttr^iptuttt yttr ttlitr ahildrant yaii? tttandad fasilyt ytur fritndtt 

Md wmmr. 

5. Ptrtutdt gantly.cYat ara yaur ahild^a ^riaary advaeata, laaain palitat 

but fin. tnaiat an yaii/ rifht U ba incltdad in all dMiaiana, 
4t. Uatan ta yaur child. Kia/har paint af viat ia paraacMntt and ha/cha 

ia tha raal avpart in thia araa. 
7. talk tt athar pa^anta aha hava aharad aiailar axparianeaa. 



The Physician 



The Physician has both primary medical responsibility for the child and 
is key in the discharge planning prouss. Usually the child's doctor will 
first recognize the possibility of mcVing the child from hospital to com- 
nunity. Thus the Physician is actively involved during Phase I in deter- 
mining a candidate for home care. 



During Phase II, the Physician remains respb;isib1e for the child's 
overall medical c^ire during development of the 01/iCharge Plan, The Physi- 
cian will usually have the most active role, in identifying equipment and 
related medicaid needs to be included in the Dlschargt and Home Care Mans. 
The Physician must give medical approval to thi pUn prior to discharge. 
During Phase III, the Physician continues to assume responsibility for 
monitoring medical care. 



The primary care Physician in the hospital will not necessarily be the 
doctor who eventual ly^takes care of the child in the community. For 
example, the neonatologist— in conjunction with another hospital pediatri- 
cian— may be involved in the decision to send an infant hone. In most 
Instances, more than one physiciari will be involved. Hospital-based !!^ysi- 
clans or sub-specialists may have primary responsibility for 1n-ho$pU>,1 
care in Phase I, while In .Phase HI a comnunlty-based physician may be 
responsible for the child's ongoing medical care. It is iirportant that all 
of the physicians work together effectively In order to iVi^ufe the effec- 
tive Discharge and Home Care Plans. 



The Cart Ninigtr Is i trained professional (usually a social worker) 
responsible for Mrlting, coordinating, and lnpleMnting the Hoac Cai^e Plaa 
after the child's discharge. The coordination Is all laportahV to avoid 
duplication of efforts and service gaps In the Discharge or Horn Care 
Plans. In Phase I (the detcriil nation of a candidate for hoine care), the 
Care Manager nay be an Inactive participant, but his/her knowledge of 
existlng and potentlaV conMunlty support system and services May be essetW 
tial In the deternlnatlon of hone car-e. 



Once the child Is a candidate for comunlty-based care, the Cart 
Manager's role Increases during Phase II as he/she assumes the major 
responsibility for devising, coordinating, and ii^leMnting tiie Home Car« 
Plan. The Care Nanagyr may also assist In developing the Discharge Plan. 
With the child's Parents (or guardian),, the Care Manager will Insure that 
comunlty support services are available and accessible. 



During Phase III, the Care Manager's role diminishes after the child Is 
at home. At this point, the chief task of tiW professlcnal Is to provide 
back-up support to the family or to be a temporary coordf -.tor in cases of 
significant changes in the home setting. 



fluiKLiics roe cmc mumgcrs 



w* 1 -^vtd in ovwy ic^t of tho doeioion. 
"^^JS^i^l^^ tho placMmt of tho 

^* '••i^fWLS?^ J*r*^ «»• diiW aftt? yau hovo oo 

'^SngfC flffi SSSS;'^** '"^^ Cipioin tho .jor^. 
7* ttirwetho and okilitioo. 

m> l^*** y-tly f <>wla» 0 Qonotol Bicturo of 



f* F7^*^7 ^* aoordinoto noodi and aarvicaa. 
f. liatani 
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Tije I nterdisciplinary Team 



The Interdisciplinary lean includes a'M professionals f'roin the 
various disciplines (medical, social services, nursing, speech and hearing, 
etc.) involved in the development and implemi :ation of the Hem Care Plan. 
This team may also include parents of other severely disabled children suc- 
cessfully moved to family care; these parents have developed applicable 
knowledge and skills. In fact, they are often the real "experts." 



The various disciplines represented by the Inttrdlsclpllhary Team, are 
necessary to the overall viability of the plan. One part of the Inter- 
disciplinary Team, the nursing component, can give the most accurate infor- 
mation concerning required care, feeding, the activity level, or other 
vital information about the child. During Phase I, ths team should par- 
ticipate in determining Twhether the child is a candidate for discharge to a 
less restrictive setting. 



During Phase II, the Interdisciplinary Team members actively 
participat* in the development of the Discharge and Ho«t Care Plans and in 
the identification of community resources. The team should also be active 
in educating the parents or other care providers fbir the child's move home. 
During this phase, all arrangements must be made, all environmental changes 
to the home completed, funding sources confirmed, and the plan double- 
checked. 



During Phase III, the Interdisciplinary Team provides as-needed 
support and assistance to the Parents as the latter assume the major 
responsibility for the care of the child. 
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Cowiunity Support Services 



CoMunlty Support Services Include all resources, vemfors, agen- 
cies with a role In supporting the fanily and insuring the ichild' adjust- 
ment within the fanily. Although these service providers afe not '^vely 
involved during Phase I, the discharge team nust take into account what 
resource:^ are offered, available, accessible, or potentially developable 
within the coMiwnit/. 



During Phase II, the Cart Nahagtr, the Parents, and the Interdisci- 
plinary Ttan must: a) specify the needs of the child and the family; 
b) identify and arrange commivment of the Comunlty Support Services for 
in -home care. 



gggyj'! jQ** '^ f 9g COMMUNITY SUPPORT SERVICES AND FOR IDENTIFYING 



In Phase III, these CoMMiriity Support Servlcss become active par- 
ticipants in the actual delivery of services and continue as long as 
necessary. The degree of the child's disability and the impact the child 
will have upon the other members of the family should be fully discussed 
before the child comes home. Potential problems should be identified, and 
the family should be given every possible support in their adjustment to 
their new role. Too often, these important considerations are left to 
Phase III; sometimes it is then too late to avoid serious family disrup- 
tion. A medical Discharge Plan and a Hoae Care Plan should be clearly in 
place before the child comes home. The Parents should clearly understand 
their role and expected functions before the child is home. 
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CHMT OF PHASES, ROLES, AIM) ACTIVITIES 



MllVlIf 

ACttlt Cirt !• SmilllillMi 



|r#tMillai Uw Unt Cart Mm 



ERIC 



< 


1 

I. Nl#ft MthMM If cMia.f«« 

f/t«al«alffi aM It tvaUiaM m 
ilillUy U fivt Mai cart. 


!• Itl^ft 4i«t(t# Hitt Cart flat; 
!• rtttttlt Iraltltf MtM ftr 

Hitt Cart flat; 
I* ltt$^5J4ttllfy,tttM str c%\ 
aMctttHrUs ^ 
. 4« f lattcJty ttctuary Mat 
^ MMIfUalltt. 

S.^cHarit IIm rtttlrttf ftr tr^ltary 
^aattllc Kllvlllfft Mftrt 
clillt ciMft Um. 


!• taitatf Mltr rtiptcil^lllly ftr 

cart tr CM Mi 
f • tvaltaitt ati rt^tU aMiilttat 

taalil atrvlctt: 
I. cMrlft fatlty acllvlly tfltr 

cMIt ctttt teiw. 

• 


care l« a^l jMiatct* 


I. rtctftlm ptulMlllf tf ttfltf 
clilM Um MftflUl It 

CMMtlly. 


§• iivtlttft tUcMrtt flat: 
I. :^Mf ltft tt^Ultt. M^Ual 

MrtiC^y at4 tttlptati tcctnary 

far Utat cart; 
3« 4tv«ltift Matt Cart flat It 

CttJ«MClltt ullli MTtttUh 

cart ■lainr, atl Itltr* 

4lul#lltary Itaa. 


!• cttilMitt lit ml cami It 
frt«l4t aNIcal cart; 

t. Mfvtt u cttitllati It #arttlft« 
cart aitmr^ ItitriUcIf litt 
ary itat« ata atyttrl Mrvlctt. 


' VTafl^ praltulMal IHMallf ^ 
suclal Mirltrl ute 4ttlltK 
CMraUMttft aM MlM liVVMtt 
IM Mm Cart '^laii. 


I. $arm ai cttttllatl It MTMllil 
aM Hiytlclat iktti ctaMlly 
ittttrl ftytlt«t« 

• 


!• attMWft tvaralt rtiHMlklllly 
flat; 

!• cat MrllclMta pMil^lat 
It 4tvtlatlAf •iKMrft flat. 

}• utrli cltitly aHH farttlft ata 
Itfttrti aval laki Illy tf 
CMittlly itfHrl wrvlctft. 


!• irtvliM myarl It 
tl IMy aiitat 

rtifttiltlllly ftr ctrt 

tMtatatttc \ 
t. It tvallaMt ftr HrMic 

lrttllt«|IW:flltt« 


i«trr4lul^iMrf ?iiaii 

*^ ^rilcitfiSaii'*frM «ll 4U* 
illillatf latilcal. MTf liif* 
MCial Mrvlctit SHMli aM 
Htfjriaf. «^j|lMal« m4 •litt 
•llNrr f jrtfAltl «Mtt tiHrllit 


I. itrvt M cttMllatlft.iMtl fMt* 
ilkllllf tf Jluliartt It 
ctfltttllf. IIM imtlialU 
■triltf Ittt trtvl^tft Itftraa* 
lltt fkm\ ttvtU tf <art« 
fcHlftf. ttlrllltt. at4 
Kliyily tf iM cliiia* 


!• f arllcif alt It ^»tli>tial tf 
•luHarft flat m4 tkum Cart 
riat: 

I. Ml» Itfttlify ctMMlly ft* 
i^trctij 

}* tii^alt f^Hki It ft:v 

ClllN'i flKtMtl at iMt-r 

a* atvlrttMtlal ctiatftt 
c* Iraltltf* 


!• Itrvt at cttttllatlft at tatM 
att irtvl^ ttftltf upttrl. 


CMiiwiiwHjf Siigf iirt 5<r»Uet 

' Alt rrv«Mi«Vr%7 WM^I 

MlliNi'al. iK^MiM.»tlt«%« vriHltri* 

44lju%t«riil la llir Ihm. 




|« ct«i^lc4 ky CJTt MtAtcr. 
yKttili« ^ uitftlulyilA- 
mjt \9m U clicci airallilill- 
lly 4«a HMvUitt tl 

|,,ciNi%«llra In l«iuliM'i|tf flan 


I« 4tllvtr urvlccA* 
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PLANNlNfi FOR DISCHARGE AND HOHE 



The Discharge Plan 



The phases of progression from hospital to home have beea defined; the 
roles of th« pilots and planners have been delineated; now the plans must 
be fomwlated. 



The child (in most cases) has been the resident of an acute-care 
facility for an extended period. When his/her condition becomes stabi- 
lized, the physician determines that home care is feasible. After the 
child has been moved from intensive care to a regular pediatric unit, the 
recognition of home care as the most effective and psychologically 
appropriate care leads to the development of a plan for future care. 



The Physician and Interdisciplinary Team will develop an overall medi- 
cal Discharge Plan during Phase II. This plan should detail all equipment 
needs, all prescribed medicine, and all needed supplies. It should clearly 
define the medical protocol to be followed at home. Additionally, the plan 
should include any alternative arrangements that might be necessary, such 
as with a local hospital to care for the child in a medical emergency, or 
with the discharging hospital for emergency return. 



For some children, the plan will be brief; for others, it will be 
extensive. The details of the plan are the responsibility of the 
discharging hospital and require the approval of the physician in charge. 
The plan will indicate needed hours of nursing and training, both for 
nurses arid parents, prior to the child's discharge. 



State agencies such as specialized Maternal and Child Health programs 
and Crippled Children's programs may be developing and directing special- 
ized state programs for these populations and would participate with the 
discharge team in the last phases of the plan in order to assure its feas- 
ibility*. Assuring the availability of nursing service, specific training, 
home service and maintenance— all are examples of the participation of 
state agencies. 
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The Howe Care PUn 

As the Physician draws up the Discharge Plan In Phase II, the Care 
Nan«ger-«des1gnated In this phase**1s simultaneously drawing up the Home 
Care Plan, The Discharge Plan Includes the medical aspects of needed 
services; the Ho«e Care Plan Includes the ••nitty-gritty** to Implement these 
services* The Ho«e Care Plan Is really a series of plans which Includes 
the following elements: 

a) Care Management Services: 

The designated Care Manager should coordinate the 
services of other providers. These services and their 
provl ders shou 1 d be descrl bed In the p 1 an « The Care 
Manager w1 1 1 : 

• help the family avoid duplication of services; 

• assure that the child^s needs can be met In the home; 

• pro V 1 de the f ami ly w1 1 h 1 nf ormat 1 on regard i ng al ter- 
natives In care choices, available services, and their 
rights as parents; 

• Initiate referrals cconslstent with the plan and 
acceptable to the needs of the family; 

• act as an advocate for the family In negotiations to 
obtain necessary services as detailed In the plan, 

(see pages 12 and 13) 

b) Respite Care Services: 

Attention should be given to providing for temporary 
residential, respite, and supportive services to assure 
that the child can remain In the community <f the family 
requires temporary relief from care-giving responsibilities. 

c) Home Modification: 

For some children, changes In the home (such as addi- 
tional electrical wiring. Insulation, weatherproofing of the 
windows, construction of wheelchair ramps, etc.) may be 
necessary. Such environmental modifications should be 
detailed In the plan and SHOULD BE COMPLETED LONG BEFORE THE 
CHILD^S DISCHARGE, (see pages 14-16) 

d) Nursing Services: 

A detailed plan for nursing services should Include 
hiring, training, and planning for reimbursement for nurses. 
Thirplan should be consistent with the Nursing Act for t^3 
state In which the child lives. The nursing staff should be 
familiar both with the overall medical Discharge Plan and 
the HoM Care Plan. 
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e) Supplies and Equipment Plan: 

Based upon the Discharge Plan, a section of the Home 
• Care Plan shoui.d Include r^thods of getting supplies and 
equipment and of replenishing them when needed. This part 
of the Hone Care Plan should Identify the vendor (s) and 
should be kept hear the bed so that the person In charge can 
obtain additional equipment easily, (see page 17) 



f) The Family Support Plan 

Each family should have someone, either the Care Man- 
ager or a social worker, to share their concerns about the 
Impact of the placement of their child In the home. The 
Care Manager should draw up a schedule of family activities 
both before and after the child comes home. Once these 
activities are charted and the differences are seen, some of 
the possible friction can be avoided by rescheduling activi- 
ties and by taking Into account the needs of all— child, 
parents, siblings, and the entire family unit, (see page 18) 



g) The Family Finance Plan: 

The Hone Care Plan should give a detailed suggested 
financing plan for the family; the plan might recommend 
application to one or more of the following: 

• Insurance companies; 

• Community funds; 

• Crippled Children's funds; 

• Title XIX Medicaid and/or Title XIX Medicaid Waiver. 

The Care Manager (or in some cases a member of the 
Interdisciplinary Team) should work out these funding 
suggestions to avoid any possibility of the family's loss of 
funds which enable the child to remain st home. Again, this 
aspect of the plan should be worked out WELL IN ADVANCE OF 
THE CHILD'S DISCHARGE. 

In devising the financial plan, the Care Manager and the Parents should 
investigate. the following resources: 

1. Social Se ;r1ty (a part of the S.S. program is set aside for 
families with a disabled member). 

2. Supplemental Security Income (S.S.I.) for Aged, Blind, and 
Disabled (S.S. program). Application can be made by a parent, 
guardian, or other responsible person for a disabled child or 
adult. The S.S. office makes the determination of eligibility 
for the program. 



Family Finance Plan (continued) 

3. Veteran's Administration. Financial aid for medical care Is 
provided to a spouse or a child of a veteran (living or 
deceased) who has a permanent, total disability resulting from 
an Injury during military service. Consult the V.A. for 
further details. 

4. Medicaid programs. Consult the Department of S^icial Services 
In your local health department to determine eleglbility. 

5. Medicare programs. Primarily for families who receive SiS. 
benefits. Consult the Department of Social Services In your 
local health department to determine eleglbility. 

6. Other programs: Aid to Families #1th Dependent Children; Food 
Stamps; Nutrition Program for Women, Infants, and Children (WIC); 
Emergency Assistance Grants; Private Voluntary Agencies. 



h) The Community Support Plan: 

In most cases, many community agencies may play vital 
roles. in making the entire plan successful. For example, if 
24-hc r nursing is needed, the highway department's coopera- 
tion may be necessary to insure that roads to the house are 
passable in bad weather. If electric power is needed for 
life- sustaining equipment, the power company should be aware 
of the family's vital need. These same principles apply to 
other emergency measures from local services and utilities 
(telephone, ambulance, etc.). Your key to success is 
stating politely and clearly your request before an emer- 
gency occurs. Included below are sample letters to the 
various companies as a guide to how information can be 
relayed to the companies, (see pages 19 and 20) 

CONCLUSION 

These plans give not only a profile of services needed, but of the 
family itself. Thus; the plan is actually a series of plans, each divided 
into a category. The Care Plan must take into account both the operating 
model of the family and the intellectual and emotional capacity for family 
and child adjustment to the home environment. 



The Care Manager must make the Home Care Plan fit the family, 
not the family fit the plan. 



If the Care Manager tries to force the family into a plan, the plan 
could lead to disaster. Therefore, the more schematically the Care Manager 
can visualize the family operation, the morr the likelihood of the plan's 
success. The family profile of behaviors, needs, and timing can help the 
Care Manager to suggest a plan which In constructive, not obstructive. The 
Care Manager works by suggestion and observation, rather than by command. 




Office 

Telephone 

Other 



Coordinetor 
Date 

INITIAL COffTACT SUMMARY 



Patient's Name SSI:? ^DSCC# 

Address IDPA# ^REC#_ 

County ^B.O. Tel#\_ 

Guardian's Nam e Addres s 

Verify SSI Verify IDPA Verify Insurance 



FAMILY 


MEDICAL HISTORY 




(According to Parents) 


INVOLVED SERVICE PROVIDERS 


SERVICES NEEDED 




(Parents' perspective: 




goals and expectations) 


PLAN 






SSI-0CP#9.3 
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NAME 



SSI# ^DSCC# 



C1ty_^ ^County_ 



PROBLEM 



REMEDIAL 
ACTIVITY 



OBJECTIVES 



PROVIDER/ 
PAYEE 
I DATE 



SSI-0CP#11 
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PHYSICAL FACILnv OCCXLIST FOII VHE H»C 



HOSfTIAL 

PATIENT 'TUIOr 
P«CM«0 BY I 



CITY 



■WE 



HflSH T AL 1.6.1 



OATE_ 



•m. 

I. 



AccwibilitY 

A« ^•ical facility mmt •ceonodttt the 
child's tpMifie disability (to ineluds 
•quipMnt nocMMry for foeilitatinq 
oobility ond/or trofioport) to providd 
•cetti with oinQli eorotokor aooiatonco. 



aTIgACTOKV 



UMSATIgACTWr 



B. Whoro ipplicabli, phyoieol facility auat 
not raatriet dolivary of larga or haavy 
aadieal aquip«ant 



II. Spaca RoQuiraaanta 

A. Child* a rooa auat hava ainiauM aquara 
footaga araa of 9 ft. X 9 ft. 

Notat Any living araa in tha houaa aay 
ba daaignatad aa tha *^child*s 
rooa" (a.g.f badrooM, dining roo«, 
racraation roo«). 



B. Storaga 

A. laaadiata accaaa . a«g«9 night atand— 
uaad to atora aquipMant/auppliaa with 
utilization Traquaney of 8 hra. or laaa, 
a.g., auction cathatarat auction 
aachina, glovaat droppar bottla« 

2. Proxiaal accaaa» a.g., eloaat-^uaad to 
atora aquipMant/auppliaa with utiliza* 
tion fraquancy of 24 hra. or laaa, a.g., 
infant acala, Mtar bottlaa* apaciaan 
csupa, and i a aadiata aceaaa itaaa in 
largar quantitiaa. Can ineluda aaall 
voluaaa of oxygon raplacaaant • Tha 
proxiaal aeeaaa atoraga araa auat ba 
^ in eloaa proxiaity to tha child* a roou. 

3« Bulk atoraoa . a.g., baa a aant or garaga— 
auat ba larga anough to aceoaaodata 1 
aonth*a aquipaant/auppliaa and at laaat 
1 waak*a oxygon aupply- 

Storaga araaa auat ba fraa froa 
axcaaaiva daapnaaa. Tha taaparatura 
auat not parait watar to fraaza. 
Storaga araaa auat not contain toxic 
chittieala, a.g. cleaning aolutiona, 
fartiUzar. 
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mVSICM. rACILlTV CICCXLIST FOR THC HOME (eentinutd) 



mrSTCAC PARLITV STAWAinS POR T« ^ 


■ SATISPACTORT- 


unSATISTACTOIIy- 


III. eitctricity K0Quir«i«nt« 

A. A quftlifitd •laetrieian i% rtquir«^ to 
mluttt tht phyiieal facility for tbility 
to occo— odott tho child* • oloctrictl 
•ipply noodt. 






B. Tho phyoieol foeility ouot l>o tuppliod by 
• •iniaua of 100 oop. tloetricol oorvico. 






C. A Miniwi of two toporoto 15 isp. branch 
cireuitt miot oupply tht child* • rocs. 






D« If tho Min diotribgtibh pMtl utilisoo 
fuooo,^ four tporo fuoot of opproprioto 
otpoeity ort required to bo otorod noor 
tho fuoo box. 






Z. A •iniaua of four Vc^I^ oloetricol 

outloto on toch of tho two 15 iap. branch 
circuita ia raquirad for a total of eight 
duplex outlate in the child* e rooa. 

Notet Thie ie in eddition to the ueuel 

arrj cuetoaery inetelletion. There* 
fore* thie requirMont ie net to be 
interpreted aa the totel nunber of 
outlete required for the child* e 
roo«. 


* 


• 


IV. Speeiel CQuiMont 

A. A telephone should be et the child** 
bedeide. 






8« A nechenicel whistle should be et the 
child'e bedeide. 






C. A bettery^powered flourescent flood 
light should be et the child* e bedeide. 




* 


D« » Power feilure eler«/light ohould be plugged 
into the seee houee electricel circuit ss 
the vsntiletor. 






t. One eeoke slsre end one five pound CO2 
fire extinguisher should be loeeted on 
sach Isvel of the ho«e (including the 
beeensnt). 
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mtSiaH FACILITY CHECKLIST FOfc TNC HO»C (eentinuad) 



WSim fAClLITV STA^AftK FOft TMC WW 


SATISrACTflftV 


UhSATISTOTflftV 


i. V«ntil«tion 

A« Vtntilation mmt b« ad^quit* to p«mit" 
mf9 rtefwrging of »ot coll mtim typo 
bottorioo. 






>• OxyQtn itorogo oroos ouot hovo odoquoto 

vofitilition. 






/!• Conorol 

Tho houoo Mjit Mot local oof^vyi oonitotioni 
•nd building roquirvionti. 






/!!• Othor Considorations 







'III. SuMMry of aquipaant/hMt Mdirications nsetsMry for Mfa diteharga hoaat 



(This Checklist was drawn up by the Children's Home Health Network of Illinois.) 



OrrERNINATION OF SERVICC/EQUIMCNT NEEDS FOR CARE MANAGERS AND PARENTS 



Need 


Need 


Required 


How to Secure Resources 


1. 






Who 1 When | Cost 






\ 1 


2. 


• 






3. 






1 


4. 








5. 






\ 

1 [ 


6. 








7. - 






— 1 — 


5. 








9. 
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CHECRtlSr Op KssquKcts to awswer hEEDS 



Rtsources of f iml 1y: 


I. 




(tx.: Mother Is a teicher) 








z* 








• 


Rtsources of extended family: 


1. 




(exo: aunt Is a nurse) 






2. 






3. 






4. 






c 




Resources presently used: 


1. 




(ex.: assistance from church 






group for transportation) 


2. 




• 


«• 






4. 






S. 








ncvnyy> yi iycnwiijfii 






and Contact 


Resources (above) to be expanded: 


1. 


1. 


(ex.: other churches in same 






denomination could supply 


2. 


2. 


transportation, respite 




* 


care, etc.) 


3. 






J 

^» 


^« 




9* 


c 


Other potential resources 


1. 


1. 


vex.: pirenis ot cniiaren 






Mith similar handicaps) 




2. 




3. 


3. 




4. 


4. 




5. 


5. 
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SAil»LE LET TPS 

N«iig«r4(1dwtittrn POKtf CoipMy ^^^^ 26. 19_ 

132 Hlin Strttt 
Indianapolis. Indiana 60321 

Dear Sir: 

My son has a rart and vtry serious disease called adreno leukodystrophy. 
After his stay In the hosplta^i for the last few wnths, the>'octor has 
Seclid he can co«e^h^ «e are looking forward to bringing h1«. ho-ie 

rS'^Jrlting this letter to let you know that John also has other 
co«pl1cat1ons requiring the regular use of life-support •QuiP^nj Ifjcj^ 
usS electricity. The social worker at the hospital suogested that I write 
to you Sd let Jou know of our Kute need for electrical power. She said 
Satjoi. -ight bTible to repair power lines •^.JtNr w1pt«wt n oar 
area SorV quickly If you were aware of such a ••^^cal need. «e ^i^^w^J • 
TatJeS badc-up JowerVource. but we will feel «re ^^o^^*^;* X^VreJ 
your company 1$ aware of the need for power In this ho^. Please !J««^^«« 
to callie. or perhaps I can stop by your office and discuss the s tuat on 
lS »re detall.'^Our physician Is Or. Toj Siilth; h s phone ^Jl^^ 
345-7632. Or. Surtth S5id that he would be very willing to discuss John s 
case in lore detail if you feel it is necessary. 

Thank you for your consideration of this matter which is very impor- 

tant to my family. .. . , 

Very truly yours. 

Susan Alexander 

County Highway Department Octot«r 26. 19_ 

132 Uest Jackson 
Springfield. Illinois 60432 

Dear Sir: 

Local medical providers and Children's Hospital have arranged for the 
discharge of a severely disabled child whose life is being supported by a 
ventilator. Jim HcBee will be moved from Children's Hospital to f^s ow" ^ 
home on November 3. 19_. .His care plan includes around-the-clock nursing 

**'^^^This letter is to request your cooperation in estat lishirg a priority 
for keeping the roads open to 1223 Welt Mashington Street. As you know, 
this house is approximately a mile from the edge of the city and incle- 
ment weather ha"access prJblems. Ue would liketo mcke every effort 
possible to issure that nurses can get to this home every jlS" »K)ur«- . 

Ve sincerely hope that the highway department will take this medical 
situation into consideration when establishing snow-removal priorities. 
Please feel free to contact either me or the family. 

Thank you for your cooperation. 

Very truly yours. 

Paula Epstein 
Hedical Social Worker 
Children's Hospital 
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SAMPLE LETTERS 



Ace Antu lance Company October 26, 19 

1472 West Jefferson Street 
Springfield., USA 12345 

De?r sir: 

John SarvlSt an 8-year-old severely disabled child. Is being discharged 
to hU home on November 22, 19 • John^s condition has stabilized In the 
last few months, and the medical team at Children's Hospital feels comfor- 
table about discharging him to Home care. There may, however, be a need 
for him to be taken to the local hospital In an emergency situation. We 
would like to notify your company of the location of the home (14 Maple 
Street at the corner of Oak Avenue) and the quickest way to get there In an 
emergency (Main Street north to Maple Street, turn left and proceed two 
blocks). Even though we do not anticipate such an emergency, please call 
me at (301) 123-8765 to discuss the situation In detail and to make all 
necessary arrangements. 

Thank you for your cooperation^ 

Very truly yours, 

Harriet Gage 
Social Worker 



Commissioner Harry Jones October 22, 19 

Uptown Fire Department 

19 Main Street 

Grovers Corners, USA 10229 

Dear Sir: 

I am writing to Inform you that Don Miller Is being Is being discharged 

from Beth Israel Hospital on November 20, 19 . Donald, who has a series of 

physical ailments. Including bronchopulmonary dysplasia, will be residing 
at his parents' home at 24 Monroe Street here In Grovers Corners. He is 
dependent upon life-support equipment like a ventilator and suction machines. 
He Is also scheduled to receive 24-hour dally nursing care. Episodic 
flare*ups may require emergency attention, even though the doctors at Beth 
Israel have determined that his conditon Is quite stable. We are, therefore, 
making sure to give notice to your department In the event that Don may 
someday ne%d emergency care best provided by the Rescue Emergency Squad of 
the Fire Department. Also, In case of fire. It would be difficult to move 
Donald. Therefore, we are requesting your advice, and would welcome further 
conversations about this matter. If someone from the Fire Department feels 
that a visit to the home would be helpful, please call me at (415) 
337-3842. 

Thank you for your cooperation. 

Sincerely, 

Susan (^een 
Social Worker 
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ORGANIZATIONAL SYSTEM OF COMMUNITY RESOURCES 



Incredible storiei- abound about families trying to meet their child's 
needs through involvcinent with a large number of health and social service 
aaencies and having many needs go unmet. These tales include competing 
duplication of services, and a lack of knowledge on the part of 
many agencies about the functions and roles of other agencies. 

A well-developed progrna for organizing support services for 
handicapped children and their family should include an educational and 
supportive component. The family could then- become their own advocates. 

In a nuBter of states, state Maternal and Child Health programs. 
Crippled Children Services programs, special education programs, or others 
are actively attempting to organize community resources for these children. 
Ask the Care Manager assigned to your child to help you to JJ^" 
yourself with the programs in your own state. Each state has a different 
system of agencies and regulations, and the Care Manager will assist you in 
your exploration and discovery of connunity resources. 

The task of this workbook is to suggest methods for constructing a 
system for parents and designated Care Managers to enhance their ability to 
optimize the environment in which the child and family live. 



The Systems Approach 
Define the Need 

The medical needs of the child should be prescribed by the child's 
primary care physician and listed in both the Discharge and Home Care 
Plans. The other needs of the child and family should be established by the 
Care Manager and included in the child's Home Care Plan. The family and 
Care Manager should list the child's unmet needs and then develop a plan 
with the broader Interdisciplinary Team to meet those needs. Otherwise, 
the family might waste time requesting inappropriate items or services, or 
might request duplicate services. 

Identify the Appropriate Resource 

1. tak tlM •oei.l wrkw tt your locol hoopitol or your 
^ podiotrieian for roforrolo to o notional orvanitation dodi- 
eatod to tho diaability af your child; oak olao for thoir 
locol officoi inquire about tha tcopo of thoir oarvicaa. 
2 Uc vour doroynon for raooureo roforrol. 
3. aS Mth«r5«ant af a aiailarly diaahlod child about 
local ar«oniaatiana far paranUi attand thair aaatinga; 
raquaat thair litaratura. _ , ^ , , 

«T»Sk. an appeintawt in tha achool oyotaa with your local 
•poeioi aducotion director, taaehar, ar athar alliad paraon. 

nal eoncamin« your child* 0 noada. , , „ 

S. Call tha lacal ooordinating council far handicapped or 
dieebled childrw if one e«iete in your •»«•• . , , ^ 

(. Coneult your telephone book for ateta*ide Crippled 
Children end other opeeialixod progreae to «<hich your child 
ley epply. Call your local Saeiel Security office end 
inquire ebeut your child* e eligibility for SSI. 
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Identify the Appropriate Resource (continued) 



Your participation in the evaluation process should be the par- 
ticipation of a peer with other professionals. If, in your opinion, a pro- 
fessional discounts your input or excludes you from the overall process 
because you are "only a parent,- request another professional. Refflember 
that you are an equal, but you must speak up if your opinions and words are 
to be recorded and your advice is to be acted upon. 

Based upon changes in the child's development, treatment plans need to 
be continually reassessed. Successful, reputable agencies and special 
education programs; will conduct frequent staff meetings to reexamine the 
original goals and ,Jke changes in the child's plan as necessary. Remember 
also that public sc.aols are required, under the provisions of Public Law 
94-142, to review your child's Individualized Educational P^-ogram at least 
once a year. You should feel free at all times to request a reevaluation. 

The wealth of information and possiblities can have its drawbacks. 
Families of disabled individuals are often overwhelmed by the number and 
complexity of individuals, agencies, and service organizations. Recently 
in the Midwest, over 25 agencies and 47 individuals were involved in the 
delivery of services to a moderately disabled child and his family. Too 
much assistance can be detrimental. Unrecognized and unmet needs might 
result from the abundance and the total situation might become close to 
chaotic. The task is best accomplished if one person with an appropriate 
supportive team defines the needs of the child arid the family, and thei 
develops a plan fOr meeting those needs. Contacts with the family, com- 
munity resources, agencies, and other individuals should be the respon- 
sibility of one individual, and not all of the involved people. One member 
of the family will eventually become the Care Manager, and he/she-as did 
the original Care Manager— will be responsible for insuring all needed ser- 
vices without duplication. 

A well -developed program for organizing support services for han- 
dicapped children and their family should include an educational and sup- 
portive component. This, program would ultimately allow the family to 
become their own advocates. By mobilizing their resources to Call for 
improvements in resources, the family can more effectively meet the needs 
of the child. 

Readers of this workbook should also consult Power -Brokering in the 
Community , one of the companion books in this series 7"" 
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Understanding the Approich 



Many coflmunity voluntary health chapters have prescribed available 
arnas of service. Often, you must seek them; these groups will not 
ne':essar11y cone to you and your disabled child. 

Parent support groups are beginning to spring up all over the nation. 
These groups are very valuable to parents and others Involved with planning 
and care management for disabled and handicapped children. Such groups are 
often able to provide more than support by actually Imparting Information 
to new parents, speaking before groups, representing the cause before 
legislators, explaining the burdens to state and other public officials, 
and In effect, forming an advocacy group for children. Such groups are 
usually staffed by parents and are extremely valuable In helping other 
parents work through their emotional and functional difficulties. 

National foundations and health chapters have proved themselves as 
valuable resources in meeting unusual and well>def1ned needs. For the best 
response from a foundation, make sure your case Is adequately presented to 
them. A very useful source of Identifying these agencies Is A National 
List of Voluntary Organizations jn Medical Genetics and Maternar and Child 
Health , available from the National Center for Education in Maternal and 
Child Health, 3520 Prospect Street, Washington, DC 20057. Many states have 
homemaker and nursing services provided for by either that state's child 
welfare or public welfare agencies. The social worker at your local hospi- 
tal or a clergyman should be able to tell you If such resources exist In 
your community. 

A "court of last resort" for concerned parents Is to explain their 
situation and their needs to their state representative or congressman, 
groups are more usually more successful than Individuals in bringing a 
legitimate need to a legislator and will usually receive an understanding 
hearing. This hearing will often result in a service or activity to alle- 
viate the problem area. 

The discovery of additional resources will probably proliferate from 
the resources known to the individuals of the Interdisciplinary Team. The 
wise Care Manager will bring all unusual and unmet needs to this group. 

The Future 

Only a few years ago, many of the severely medically involved and 
disabled children would not have survived. Many of these children are 
still relatively young and our collective experience with them as teen- 
agers, young idults, and adults, is extremely limited. The limits of their 
potential remain unknown. 

As we begin to look at this group, we must recognize that not all such 
children have parents with the parenting ability, stamina. Interest, coping 
power, capacity, or support systems necessary to provide an in-home setting 
for their children. It is, of course, critical during Phase I when the 
medical team is considering if a child is a candidate for in-home care, to 
assess carefully the child's parent as a potential resource. In cases when 
the parent is not available, what is the future of the child? Is the child 



to bt confuted to long-ttrm care In a medical facility, or do we have a 
responsibility to search for a substitute home environment within the 
child's extended family, or through the development of a highly speci allied 
medical foster home? With commitment of the Sical community to J.hJJe 
care comes the alternative need for highly specialized medical foster! 
fMily homes. To move in this direction, specific standards for these 
homes must be developed, either nationally or individually by state in 
most states, existing standards for foster family care can be used to deve- 
lop the required specialized standards. Additionally, intensive trainino 
and preparation of the non-parent caretaker Mill be an essential aspect of 
providing for the severely disabled child. 

Pwtf-'^JJy or relative homes may bt augmented by community develop, 
ment of specialized medical groiip home settings to serve some severely 
medically involved children. To preserve the family atmosphere of such 
group homes, the number of disabled children in any one home must be 
limited. Cost-effectiveness factors are a consideration in connunlties 
large enough to support this kind of resource. Perhaps, for example, one 
nurse could ^provide care to two or more children at one time; less 
emergency equipment may be necessary; less inventory of parts for equipment 
rspdir miy d6 needed* 

Public awareness and education are other challenges as more and more 
severely handicapped children leave hospital settings for family/community 
fr'* ."5."!!?* J^^"* *° *o ^he kinds of care and the needs of 

these individuals as adults. Some may be able to live fairly indepen- 
dently; some may require a type of sheltered/supportive living arrangement; 
others may require more intensive care in family or group home settings. 

c..™!"'* "PP*""* 9[o«PS • viable, necessary link In the community 
support system. Probably no one can better help the parents of a child 
:I!!Js ."."'^^''S • severely disabling medical condition than 

another parent who has already gone through the experience. Parent support 
groups can provide a number of services: assisting Individual families; 
serving as members of the Discharge Team; providing public education and 
awareness campaigns; working with social agencies and others to recruit, 
tram, and prepare foster families; serving as community advocates for the 
educational, recreational, and social needs; lobbying for funds to make 1n- 
nome care possible. 

♦1. ^lHVJ^* is the responsibility of all of those committed to piloting 
llLli IT'"*?" Journey from hospital to community to identify the 
road-blocks-financial, social, communal, attitudinal-and to seek effec- 

il!! ''•S?^.' We •re just at the beginning. As we 

move ahead.^we find unanticipated barriers and blocks which must not stand 
in the way of any child who is a candidate for community-based care. 

The trip might be perilous, but we will rise with the road to meet its 
challenges. Each journey begins with but a single step, and this journey 
is a necessary one. It is only the first step which is difficult. ^ 
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SPECIAL NOTE: To the Parents of Children Between the Ages of 0-3 



While some states may lack active programs for children between birth 
and three years, many are now developing early intervention programs speci- 
fically created for early identification of developmental problems in 
children. If you feel your child has a noticeable problem or handicap, or 
seems to be falling behind other children in specific developmental tasks 
such as walking, talking, hearing, or controlling intensity of activity, 
you may want to call your public health nurse or your local special educa- 
tion program about information on early intervention programs. One of the 
advantages of participating in these programs will be the contact with 
other parents experiencing similar thoughts, anxieties, and questions. 



Depending upon your state and the size of your community, there are 
various establishments (including health agencies, hospitals, university 
child development centers, private and public schools) with specialized 
early intervention programs to meet the needs of your child. Your aggres- 
sive and persistent efforts—coupled with those of your Care Manager— will 
pay off for your child. In almost every American community is a network of 
people dedicated to serving those with special needs. Your participation 
will give you the opportunity to bring to them needed information while you 
receive from them encouragement and support. 
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o lf^io^ rn.U K)n from the 

Nc^tton.^! InforrTitUion Center for 
Hr^ndiCc^pped Children and Youth 



P^chologloil Tftstlng 
of Children with 
Disabilities 

Children with handicaps who are 
in need of special education services 
must be identified through an assess* 
ment process. The letters received by 
^e National Information Center for 
Handicapped Children and Youth 
indicate that psychological testing, 
an important part of the assessment 
process, is a topic about which par- 
ents want more information. The 
purpose of this edition of Neios Digest 
is to provide parents and others con- 
cerned about the needs of children 
witti handicaps with an introduction 
to testing and an overview of litera- 
ture that will allow them to do further 
research on the subject. 

There are certain things that par- 
ents should bear in mind from the 
beginning of the testing process. The 
purpose of testing is to imderstand 
the nature of the child and to provide 
guidance for decisions about the kind 
of educational programming the 
child will receive. Stanley D. Klein in 
Psychological Testing of Children: A 
Consumer's Guide compares psycho- 
logical testing to the kind of sampling 
a cook does when cooking stew. The 
cook tastes the stew to make a 
generalization about how well the 
dish is turning out. In the same way, 
samples of behavior gotten through 
psychological tests aUow psycholo- 
gists to make generalizations about a 
child's behavior. No test or group of 
tests can provide a complete picture 
of a child's development. Klein cau- 
tions against basing decisions about a 
child's education on the results of a 
single test. Children undergoing 
assessment should be given a grou|> 
(sometimes called a battery) of tests. 

Legally, the assessment process 
must consist of information from a 
variet;^ of sources. The child must 
not only be given tests but must also 
be observed working and playing in 
natural settings. People who know 
the diild must be asked to provide 
information about him or her. The 
views of parents are especially im- 
portant. Only through a variety of 
sources can an adequate picture be 
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obtained of the child's strengths and 
weaknesses. Together, this informa- 
tion can be used to determine 
whether the child needs special help, 
and, if so, to design an appropriate 
program. 

The way tests are administered is 
also important. If the results of the 
test are to be useful, the child's per- 
formance on the test should be repre- 
sentative of his/her behavior. The 
person giving the test should make 
sure the child is comfortable in the 
testing situation. If necessary, adap- 
tations must be made to ensure that a 
child's physical or sensory disabilities 
do not interfere with the testing of a 
child's aptitudes. Public Law 94-142 
requires that tests be conducted in a 
way that prevents physical or sensory 
impairments from interfering with 
the measurement of a child's ap- 
titudes. The law also requires that 
diagnostic tests be given in the lan- 
guage and mode of communication a 
child understands. It is also important 
in administering tests that the psy- 
chologist observe the way in which 
the child responds to questions. 
Klein points out that how a child 
approaches problems can be as re- 
vealing as the answers that the child 
gives to specific questions. 



Parents have an important role to 
play in the testing process. As an 
active participant in the planning of 
their child's educational program, 
they should feel free to ask questions 
about the techniques being used to 
assess their child. The person giving 
the test should be able to tell the 
parent what information the assess- 
ment is trying to uncover. "The Role 
of Parents in the Assessment Process" 
(1983) makes several suggestions oh 
how parents can become mc "e in- 
volved in the assessment process. It 
is important that parents meet with 
the person conducting the test before 
the testing takes place. This gives the 
parents an opportunity to ask any 
questions they may have. Such a 
meeting also allows the person giving 
the test an opportunity to ask about 
the parents' views on the child's 
development. Parents also should 
prepare the child for the assessment 
process. Testing may make some 
children anxious. This is particularly 
so if the child has been identified for 
testing because of poor school perfor- 
mance. Such anxiety can interfere 
with a child's performance on the 
test. Professionals should take extra 
care in explaining the results of tests 
to parents. 
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Key Concepts In 
Psychological Testing 

Both Klein in the work previously 
cited and David L. Wodrich in Chil- 
dren's Psychological Testing: A Guide for 
Nonpsychologists provide an introduc- 
tion to the concepts of psychological 
testing. The following is a brief survey 
of important ideas that parents and 
others need to understand in order 
to determine the usefulness of psy- 
chological testing. 

One goal of psychological tests is 
to find out how the child performs 
compared to other children of the 
same age. In order for this compari- 
son to be meaningful a valid norm 
group must be defined. A norm 
group is a large number of children 
who are representative of all of the 
children in that age group. Such a 
group can be obtained by selecting a 
group of children that have the char- 
acteristics of children across the 
United States, that is, a certain per- 
centage must be from each gender; 
from various ethnic backgrounds 
(e.g., white, black, American Indian, 
Asian, Spanish-speaking); from each 
geographic area (e.g.. Southeast, 
Midwest and so forth); from an urban, 
rural, or suburban area; and from 
each socioeconomic class (usually 
determined by the father's occupa- 
tion). Not all tests use large, repre- 
sentative norm groups. Before mak- 
ing assumptions about a child's 
abilities based on test results, it is 
necessary to know something about 
the group to which the child is being 
compared. 

It is also necessary to know whether 
the tests are reliable and valid. A test 
is valid if it measures what it claims 
to measure. For instance, if the teat is 
supposed to measure intelligence, 
there should be a definition of intelli- 
gence. It is reliable if a person who 
takes it more than once obtains nearly 
the same score each time. Wodrich 
describes the scientific methods used 
to determine whether or not a test is 
valid and reliable. For example, if a 
test claims to measure anxiety, a 
person's scores should be higher 
under a stressful situation than under 
a nonstressful situation. 



Another consideration is the ex- 
perience and skill of the person giving 
the test. As mentioned earlier, the 
examiner needs to be able to niake 
the child feel comfortable with the 
testing situation so he or she can 
concentrate on the task at hand. At 
the same time the examiner must use 
uniform procedures, presenting each 
item in the same way to each child. 
Without uniform procedures, it 
would be impossible to know 
whether differences found among 
children were due to differences in 
their development or to the different 
procedures used. 

An understanding of how standard- 
ized tests are scored is necessary to 
making sense of the results. The first 
score is the raw score. Raw scores are 
usually the number of "correct" 
answers. The raw score is then 
changed to a derived score, which 
shows how the child's raw score 
compares with the raw scores of the 
norm group. This comparison can be 
provided in several ways: (1) An age 
or grade equivalent means that the 
child scored the same as other chil- 
dren of a particular age or grade 
level. For example, a score of 5.3 
means that on a particular test the 
child scored the same as other chil- 
dren in the third month of the fifth 
grade. (2) Percentile ranks indicate 
what percentage of the norm group 
was exceeded by the child. For exam- 
ple, a derived score of 35% means 
that the child scored better than did 
35% (or 35 out of 100 students) in the 
norm group. (3) A standard score 
shows how far below or above the 
average score of the norm group the 
child's score is. A standard score 
provides information about where 
the child stands in relation to the 
norm group. 

Many psychological tests include a 
series of subtests. Analysis of these 
subtests can provide more informa- 
tion than is available from the overall 
derived score. The child's scores on 
the subtest show whether the child 
can perform equally well in all areas 
tested (e.g., reading, arithmetic) or is 
stronger in one area than in another. 
Even more detailed information can 
be gained by examining the pattern 
of answers on each subtest. 



A child's response to items can 
provide information about his/her 
learning style. For example, some 
children understand information 
better if it is read out loud to them; 
others, if they can read for them- 
selves. These differences wiU affect 
their test scores and should be noted 
by the person administering the test. 
Such information can later be used m 
designing an educational program 
most suitable to a child's learning 
style. 

Before a test is given, the reason 
for giving it must be known. There 
are many iests available and choosing 
the right ones depends upon the 
nature of the problem. Thus the 
more detail that can be provided 
about the child's behavior and the 
possible reasons for it, the better a 
psychologist is able to choose the 
appropriate tests to administer. 

In summary, Klein and Wodrich 
both provide information to help 
parents and others to better under- 
stand psychplogical testing. To deter- 
mine the usefulness of test informa- 
tion, it is necessary to know the 
following: (1) How do test results 
compare with other information 
gained from observation of the child 
in natural settings? (2) Who is the 
child being compared to? (Did the 
test makers use an adequate norm 
group?) (3) Does the test measure 
what it claims to measure? (Is it valid?) 
(4) Would the results be the same if 
the test were taken more than once? 
(Is it reliable?) (5) Is the person giving 
the test well trained and responsive 
to the child being tested? (6) Has the 
test been given according to standard 
procedures? (7) How is the test 
scored, and have the results been 
interpreted carefully? (8) Has the 
right test been given? 



Test Types 

The literature reviewed for this 
paper focused on four types of tests 
* commonly used in assessments of 
children with handicapping condi- 
tions: infant development scales, 
intelligence tests, special abilities 
tests, and personality tests. 
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Infant Development 
Scales 

Because early intervention can 
help handicapped children reach 
their fullest potential, it is important 
that handicapping conditions be 
identified as soon as possible. Several 
tests have been constructed to com- 
pare an infant's developmental level 
with the expected level for his or her 
age group. These tests have not been 
very successful in predicting how 
weU the child will function in the 
future, but they do idt ndfy children 
who are "at risk." Infants so identified 
can be monitored so that any future 
delays in development can be iden- 
tified quickly and an intervention 
program can be designed, if needed. 
In Chapter 3 of his book, Wodrich 
reviews some of the more commonly 
used infant scales. These include: 

• The Brazelton Neonatal Behavioral 
Assessment Scale, which tests an in- 
fant's (1) neurological intactness, 
(2) interactive behavior (including 
motoric control such as putting the 
thumb in the mouth and remaining 
calm and alert in response to 
stimuli such as^ bell, a light, and 
pinprick), and (3) responsiveness 
to the examiner and need for 
stimulation. 

• TheBayley Scales of Infant Develop- 
ment, which test mental abilities 
including memory, learning, and 
problem-solving behavior; motor 
skills; and social behaviors such as 
sodal orientation, fearfulness, and 
cooperation. 

• The Gesell Developmental Schedules, 
which test for fine and gross motor 
behavior; language behavior; adap- 
tive behavior including eye-hand ^ 
coordination, imitation, and object 
recovery; and personal-social 
behavior including reaction to 
persons, initiative, independence, 
and play response. 

• The Denver Developmental Screening 
Test, which is used to suggest 
problems which should be more 
carefully evaluated later. It meas- 
ures four areas: personal/social, 
fine motor/adaptive, language, 
and gross motor skills. 



In addition to these tests which are 
discussed in detail by Wodrich, Klein 
mentions the Cattelljnfant Intelligence 
Scale, the KuhUnann-Binet, and the 
Griffiths Metital Development Scale, 
Sources fox tests designed to be used 
with infants with :cific handi- 
capping conditions will be provided 
in a later section. 

Preschool and School- 
Age Intelligence Tests 

Most children who are tested for a 
handicapping condition will be given 
an intelligence test (IQ test) as part 
of the assessment process. Klein 
states that in general IQ tests define 
intelligence as having two attributes, 
the "ability (1) to learn from experi- 
ence, and (2) to solve problems" 
(p. 22). IQ test scores reflect an inter- 
action between a child's natural 
abilities and his or her life experi- 
ences. A child's score may change 
over time, especially if the test is 
given at a young age. One reason is 
that the nature of intelligence changes 
as a child matures, with older children 
being expected to use abstract reason- 
ing not expected of younger children. 
Another reason is that such stressful 
life experiences as parents getting a 
divorce can temporarily make a child 
less inotivated to learn and thus may 
temporarily lower his or her IQ 
scores; on the other hand, such posi- 
tive life experiences as being placed 
in an appropriately challenging edu- 
cational program can increase a 
child's scores. However, \>y age 8 
most children's IQ scores will be 
close to those they will have as 
adults. 

Both Klein (1977) and Wodrich 
(1984) review the two most commonly 
used IQ tests — the Stanford-Binet and 
the Wechsler, Wodrich describes the 
tests in detail and gives examples of 
test items. Klein provides an easy-to- 
understand explanation of how the 
tests are scored. F9r both tests, a 
score of 90 to 109 is normal or average, 
meaning that half the people taking 
the test will score in that range. A 
lower score is below average and a 
higher one is above average. 

The Stanford-Binet can be used with 
both preschool and school-age chil- 



dren and is usually administered to 
children between the ages of 2 and 8. 
Examples of what is required include 
remembering where an object was 
hidden, building a four-block tower 
to match an existing tower, explaining 
the uses of common objects, and 
identifying by name pictured objects. 
One disadvantage of the Stanford- 
Binet is that it gives only an overall 
score, assessing general thinking and 
problem-solving ability and does not 
provide subtest scores about particu- 
lar strengths and weaknesses. Some 
items are culture-specific so the test 
is best suited for middle-class English- 
speaking children. It may not provide 
a fair assessment of bilingual or bicul- 
tural children. Depending upon the 
child's age, the test requires vision, 
eye-hand coordination, hearing and 
speech. 

The Wechsler has separate forms for 
preschool and school-age children. 
The preschool form is called the 
Wechsler Preschool and Primary Scale of 
Intelligence (WPPSI), and the school- 
age form is called the Wechsler Intelli- 
gence Scale for Children — Revised 
(WISC-R). The WISC-R is the test 
most likely to be used to assess the 
cognitive functioning of school-age 
children. It has six verbal and six 
perfcrmance subtests. In each case, 
five tests are always administered 
and the sbcth is optional. 

Some examples o^ items similar to 
but not exactly the same as WISC-R 
items are provided by Wodrich. For 
the verbal scales these include the 
following; "During what month is 
Christmas?" "How are a river and a 
lake alike?'' "If four doughnuts cost 
60 cents, how much would six 
doughnuts cost?" "What is a cow?" 
"What are some reasons why we 
should not steal?" For the perfor- 
mance scales, the child is asked to 
identify a missing element in a picture 
of a common object (the picture 
might show a baby carriage with a 
wheel missing), to arrange a series of 
scrambled pictures into a logical 
story, to reproduce the design of 
several blocks, to rearrange pieces of 
an object to make a picture, and to 
copy symbols associated with specific 
marks or numbers. The verbal scales 
are read orally to the child, who 
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answers orally. The performance 
scales require the child to physically 
manipulate objects. 

Wodrich also describes the McCar- 
thy Scales of Children's Abilities, an 
intelligence test designed for children 
2V2 to 8 years old. It has a cognitive 
index made up of three subtests: 
verbal, perceptual/performance 
(nonverbal thinking and problem 
solving), and quantitative (number 
knowledge and reasoning). It also 
contains a memory and a motor 
index. The perceptual/performance 
subtest can be used with preschool 
children who are bilingual, bicultural, 
or have specific language or visual 
problems. The test is preferred to the 
Stanford-Binet if a child within the 
specific age group is thought to be 
learning disabled. It should not be 
used with children who are severely 
retarded. Other preschool-age tests 
mentioned by Klein are the Merrill- 
Palmer Scale and the Minnesota Pre- 
school Scale. 

Problems with 
IQ Tests 

Both handicapped and minority 
children with normal intelligence 
may receive below normal scores on 
intelligence tests. One reason is that 
norm groups often consist entirely of 
white middle-class, nonhandicapped 
students. Even when minorities and 
handicapped students are included 
in the norm group, because they are 
included in comparatively small 
numbers, the children are still primar- 
ily being compared to nonhandi- 
capped and nonminority children. 
Another reason is that many test 
items require familiarity with middle- 
class values and experiences. Chil- ^ 
dren who do not have such experi- 
ences may obtain a lower score for 
reasons other than their intelligence. 
Even items that appear on the surface 
to be nonbiased are not necessarily 
so. For example, a child who plays 
every day with blocks similar to 
those used in the Stanford-Binet block- 
building task is likely to do better on 
the task than a child who has never 
played with blocks. Similarily, a child 
with normal intelligence who has 
eye-hand coordination problems will 



have trouble with the block-building 
task, but for physical rather than 
intellectual reasons. 

A review of the issues involved in 
nondiscriminatory testing is provided 
by Chinn and Kamp (1982). They 
also describe the System of Multicul- 
tural Pluralistic Assessment (SOMPA), 
a test based on the WISC-R, which 
was designed to take into account a 
child's handicapping condition and 
sociocultural background and thus 
to be nondiscriminatory. Duffey, 
Salvia, Tucker, and Ysseldyke (1981) 
review the various approaches such 
as the SOMPA that have been used 
to make intelligence testing less 
biased and discuss the problems 
associated with each. They believe 
that the solution lies in abandoning 
the use of labels such as mentally 
retarded, emotionally disturbed, and 
learning disabled and instead asses- 
sing levels of skill development. The 
results of a test would then provide 
information directly applicable to 
designing an appropriate educational 
program for the child. To date, how- 
ever, attempts to ensure fairness of 
testing have consisted of adapting 
existing measures and changing 
procedures to ensure that accurate 
and relevant information is obtained. 
For example, the Education for All 
Handicapoed Children Act, the 
federal law protecting the educational 
rights of handicapped children, 
requires that more than one proce- 
dure be used to determine the child's 
educational program, that the evalu- 
ation be made by a multidisciplinary 
team including a person knowledge- 
able in the area of the suspected 
disability, and that the child be assess- 
ed in all areas related to the sus- 
pected disability. The full require- 
ments of the federal law can be ob- 
tained by writing the National Infor- 
mation Center for Handicapped 
Children and Yout' (NICHCY), P.O. 
Box 1492, Washington, DC 20013. 

Special Abilities Tests 

In addition to IQ tests, there are 
special abilities tests. Such tests can 
provide valuable information prior to 
a full-scale evaluation or can add to 
information obtained from an IQ 



test. Special ability tests should be 
chosen carefully and should never be 
used alone as a measure of intelli- 1 
gence. Many are available, not all are 
useful. Wodrich describes three such 
tests in detail and provides a 
summary of several others in 
an appendix. 

• The Bender Visual Motor Gestalt Test 
is used to assess visual perceptual 
skills and eye-hand coordination. 
The child is given nine geometric 
figures, one at a time, and asked to 
copy them. 

• The Peabody Picture Vocabulary Test 
assesses familiarity with vocabu- 
lary words without requiring the 
child to speak. The child is shown 
four pictures at a time and must 
point to (or otherwise indicate) the 
one that corresponds to the word 
the examiner says. Part of the 
reason the test was originally de- 
signed was to be used with children 
who are nonverbal, mentally re- 
tarded and/or have cerebral palsy. 

• The Detroit Test of Learning Aptitude 
measures auditory and visual 
memory and concentration. 

Klein (1977) briefly describes the 
Draw-a-Person or Draw-a-Man test, 
the Leiter International Performance 
Scale, the Columbia Mental Maturity 
Scale, and the Ravens Progressive 
Matrices as special abilities tests that 
require fewer communications skills, 
and for the most part, less motor 
coordination than do the Stanford- 
Binet or the Wechsler. These tests do 
not, however, provide a complete 
picture of the child's abilities because 
they concentrate on specific skills. 

Personality Tests 

Both Klein (1977) and Wodrich 
(1984) review the personality tests 
that can be used to help determine a 
child's emotional state. Klein pro- 
vides an overview of the reasons that 
personality tests are included in the 
battery of tests taken by children 
with disabilities undergoing assess- 
ment. Personality tests provide an 
additional dimension to the picture 
that emerges from a psychological 
assessment. Tests of this kind provide 
the child with hypothetical situations 
based on real life. The response of 
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the chad to these situations allows the 
psychologist to gather information 
about the unique features of the 
child's personality. The results of 
personality tests should be consid- 
ered in conjunction with the observa- 
tions of those familiar with the child 
(particularly parents) and the results 
of other psychological tests. Gener- 
ally there are two types of tests: 
objective and projective. 

Ob]ective Tests 

(Objective tests are pencil-and- 
paper tests containing several 
hundred items designed to determine 
the child's predonunant personality 
traits or behaviors. Example items 
provided by Wodrich are: "I am often 
nervous/' "Most days I feel discour- 
aged/' and "I often hit or destroy 
things when I am angry." The child 
or the child's parent indicates 
whether or not the statement is true. 
The test is scored by grouping to- 
gether all of the items measuring a 
certain trait such as aggression or 
depression and comparing the child's 
score on these groups of items with 
the scores of a norm group. 

The most well known objective test 
is the Minnesota Multiphasic Personality 
Inventory (MMPI), which was origi- 
naUy designed for use with adults 
but can also be used with adolescents. 
Separate adolescent norms are avail- 
able and must be used in order for 
results to be meaningful. The Person- 
ality Inventory for Children (PIC) is one 
of the few objective tests for younger 
children. 

Projective Tests 

Projective tests provide the child 
with a stimulus such as inkblots, a 
set of pictures, or incomplete sen- 
tences, with the idea that the child's'' 
responses will reveal his> or her 
unique view of the world, including 
issues of concern and emotional 
needs. Another type of projective 
test provides instructions for the 
child to draw a picture, again with 
the idea that the drawing will reveal 
information about the child's inner 
self. 

The inkblot test is a series of nebu- 
lous shapes. The child's response to 
these shapes has been found to be 



related to his or her larger response 
to the world. For example, children 
who see only the small details in the 
inkblot instead of the whole shape 
may be overly concerned with smaU 
details in their daily lives. The 
Rorschach Test was the first inkblot 
test and the one still most commonly 
used. Vie Holtzman Inkblot Technique 
is another projective test that may 
substitute for the Rorsclmch. 

Picture story tests consist of a 
series of pictures of people or animals 
in a variety of human situations. The 
child is asked to teU a story about 
each picture. In interpreting the 
results, the psychologist looks for 
themes in the child's response. For 
example, a child who is concerned 
about the illness of a sibling is likely 
to respond to many of the pictures 
with a story about illness. The most 
common picture story tests are the 
Thematic Apperception Test (TAT) and 
the Children's Apperception Test (CAT). 
Other picture story tests are the 
Michigan Picture Test, the Tasks of 
Emotional Development Test, the Blacky 
Pictures, and ih^Make-a'Picture-Story 
Test. 

Completion tests consist of a series 
of incomplete sentences or stories, 
which the child is asked to complete. 
Examples of incomplete sentences 
are: "It makes me sad to—," "There 
are times when — ," and "My mother 
should — ." One example of a story 
completion test is the Rosenzweig 
Picture Frustration Study, which pre- 
sents a frustrating situation in cartoon 
form. The statements of one character 
are left blank for the child to fill in. 

Drawing tests require the child to 
draw pictures. In one such test the 
child is asked to draw a person and 
then to draw a person of the opposite 
sex. In another, the child draws a 
whole family; and in still another, a 
house, a tree, and a person. 

Each of these tests can provide 
useful information about a child's 
needs and concerns. Each test, how- 
ever, relies heavily upon the inter- 
pretations of a psychologist, and 
thus requires that he or she be weU 
trained, experienced, and competent 
in using the particular technique. 
The tests must be interpreted cau- 



tiously and used only in conjunction 
with other sources of information 
about the child. 



Testing and 

Specific Handicapping 

Conditions 

A number of authors discuss issues 
involved in testing children with 
specific handicapping conditions. 
Haring (1982) provides a section on 
assessment for each of the handicap- 
ping conditions discussed in his 
book. Other sources of information 
are provided in the following discus- 
sion. 

Mexttal Retardation 

An IQ score below 69 indicates 
that a child may be mentaUy retarded. 
However, a low IQ score in itself is 
not sufficient for a diagnosis. A child's 
adaptive behavior must also be mea- 
sured. Adaptive behavior refers to a 
child's ability to carry out everyday 
living skills such as dressing, eating, 
washing, playing, functioning inde- 
pendently, and cooperating with 
others. Several instruments have 
been developed to measure age-ap- 
propriate behavior in such skills. 
ITiese include the Vineland Social 
Maturity Scale, the American Associa- 
tion on Mental Deficiency's (AAMD), 
Adaptive Behavior Scales, and the Adap- 
tive Behavior Inventory for Children. 
The first two are described by Wod- 
rich (1984, pp. 67-72). Two further 
sources of information about adaptive 
behavior are Mullilcen and Buckley 
(1983, pp. 53-89) and Sternberg and 
Adams (1984, pp. 53-89). MuUiken 
and Buckley provide a brief summary 
of 30 adaptive behavior instruments. 
Sternberg and Adams provide a 
more extensive review of 14 instru- 
ments. 

Huberty, Roller, and Ten Brink 
(1980) review state definitions of 
mental retardation. They discuss the 
importance of measuring adaptive 
behavior and the need for uniform 
standards aaoss states. The issue 
of adaptive behavior and non- 
discriminatory testing is discussed in 
an article by Slate (1983). She reports 
the results of a research study that 
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compared the use of the Vineland, the 
Adaptive Behavior Inventory for Chil- 
dren, and the Behavior Rating Profile 
with white and black children from 
four socioeconomic levels* The Adap- 
tive Behavior Inventory for Children was 
shown to be the least discriminatory 
of the three instruments. 

A low overall IQ score and a low 
overall score on adaptive behavior 
are iftill not enough evidence to label 
a child as mentally retarded. In addi- 
tion, the child should show "signifi- 
canUy delayed development across 
aU measured psychometric areas" 
(Wodrich, 1984, pp. 73). If the child 
is functioning well in one or two 
areas, his or her low scores in the 
other areas may be because of poor 
motivation, a specific learning disa- 
bility, or another disability besides 
mental retardation. School-age chil- 
dren also need to be given an indi- 
viduaUy administered achievement 
test. A child who shows an ability to 
achieve weU academically is not 
mentally retarded even if his or her 
other test scores are low. 

Learning Disabilities 

Wodrich (1984) discusses assess- 
ment as it relates to learning disabled 
preschool (pp. 78-81) and school-age 
(pp. 110-119) children. Learning 
disabled children have disabilihes in 
specific areas such as reading, writ- 
ing, or arithmetic and because of 
these disabilities have lower achieve- 
ment records than would be expected 
from their overall IQ score. At the 
preschool level the children are apt 
to have problems in either language 
or visual perceptual-motor function- 
ing. The WPPSI and the McCarthy are 
better IQ tests than the Stanford-Binet 
for learning disabled preschool chil- ^ 
dren because they provide informa- 
tion about the particular areas in 
which the child is having difficulty. 
School-age children should be given 
an intelligence measure such as the 
W/SC-R, which measures overaU 
ability and at the same time provides 
information about specific dis- 
abilities. They also must be given an 
individual academic achievement 
test to measure whether their achieve- 
ment level is lower than expected 
based on their IQ score. Further 



sources of itrfonnation about diag- 
nosing learning disabilities are avail- 
able in NICHCY's publicaHon News 
Digest (June, 1985). For a free copy/ 
write NICHCY, P.O. Box 1492, 
Washington, DC 20013. 

Emotional Disturbance. 

Mulliken and Buckley (1983, pp. 
197-201) and Garwood (1983, pp. 
377-385) discuss some of the issues 
involved in testing emotionally dis- 
turbed children. Both authors point 
out that there is a clo.<^ relationship 
between emotional and cognitive 
development and that children with 
emotional problems often also obtain 
lower than average IQ scores. Mulli- 
ken and Buckley state that the 
examiner must go to extra lengths to 
ensure a calm testing environment, 
that several short sessions rather 
than one long session may help the 
child perform to the best of his or her 
ability, and that providing variety in 
the situation, for example by some- 
times talking softly and sometimes 
talking in a louder voice, may lielp 
the child stay on task. 

Hearing Impairment 

By the nature of their disability, 
children with hearing impairments 
have limited, if any, exposure to 
verbal language. Thus, because ver- 
bal linguistic skills are such a large 
part of inteUigence tests, these chil- 
dren may be improperly diagnosed 
a mentally retarded, unless special 
care 5S taken when they are tested. 
Lowenbraun and Thompson (1982) 
discuss the issues involved in testing 
hearing impaired children. They 
suggest that the Bayley Scales of Infant 
Development, the Uzgiris-Hunt Ordinal 
Scales of Psychological Development, 
and the Smith-Johnson Nonverbal Per- 
formance Scale can be used with pre- 
school hearing impaired children. 
The WISC-R, in conjunction with the 
Hiskey-Nebraska Test of Learning Ap- 
titude can be used with school-age 
children. Other tests discussed by 
the authors are Ravens Progressive 
Matrices, the Leiter International Perfor- 
mance Scale, and the Nonverbal Test of 
Cognitive Skills. 

Zieziula (1982) provides a com- 
prehensive summaiy of commonly 



used tests, with information about 
their appropriateness for use with 
hearing impaired people. His sum- 
maries include information on relia- 
bility, validity, and norms. He also 
provides sources for obtaining further 
information about the tests. In Ap- 
pends A, Garwood (1983), provides 
a brief description of tests that can be 
used with preschool hearing impaired 
children. 

Visual Impairment 

DeMott (1982) discusses assess- 
ment of visuaUy impaired children. 
Two considerations in testing these 
children are (1) the materials must be 
presented in a form the child can use 
(large print, braille, or oraUy) and (2) 
items that require visual knowledge 
(such as "describe the evening sky") 
must be eliminated or modified. 
Modifications are sometimes made to 
tests such as the W/SC-R. In addition, 
tests specifically developed for visu- 
ally impaired children are available. 
One such test is the Perkins-Binei Test< 
of Intelligence for Blind Children. Tests 
for use with preschool visuaUy im- 
paired children are briefly described 
in Garwood's (1983) Appendbc A* 

Severe Handicaps, Multiple 
Handicaps, and 
Deaf-BIin!r«ess 

Severely handicapped, multiply 
handicapped, and deaf-blind children 
present special testing problems. 
Few tests have been developed to 
meet their special needs. Standard- 
ized tests can be adapted for use 
with these children but then com- 
parisons with the norm group cannot 
be made. MuUiken and Buckley 
(1983) discuss a procedure called 
"testing the limits" where the child is 
first tested using standard procedures 
and then retested this time with 
adaptations being made to help a 
particular child respond to the best of 
his or her abilities. 

One caution provided by a number 
of authors writing on the topic of 
testing severely handicapped chil- 
dren is ihat they must not be given 
tests designed for nonhandicapped 
infants. 

Mulliken and Buckley (1983) in- 
clude a chapter on assessing multiply 



handicapped, and developmentally 
disabled children in each of the fol- 
lowing areas: cognitive skills, 
psychomotor skUls, social develop- 
ment, emotional disorders, com- 
munication, and educational achieve- 
ment. At the end of each chapter is a 
list of assessment measures with a 
brief description of each. Sternberg 
and Adams (1982) include a chapter 
on assessment of severely and pro- 
foundly handicapped children in- 
cluding a comprehensive summary 
of 14 adaptive behavior instruments 
(see the section on mentally retarded 
students for a brief description Oi 
adaptive behavior measures). Ben- 
nett, Hughes, and Hughes (?979) 
discuss the use of three tests with 
deaf-blind children: the Deaf-Blind 
Program and Ability Screening Test, the 
Peabody Intellectual Performance Scale, 
and the Callier-Azusa Scale. 

Further information about assess- 
ment techiuques is provided in an 
article by Hupp and Dcnofrio (1983). 
They provide a model of assessment 
which is tailored to the student's 
instiiictional programming needs 
and emphasizes the importance of 
carefully planning the assessment 
based on prior oteervations of the 
child and discussions with the par- 
ents and teachers. The problem of 
adequate training for school psychol- 
ogists is discussed in an article by 



Irons, Irons, and Maddux (1984). 
They suggest that instructional pc 
sonnel should be more directly in- 
volved in the assessment process of 
severely handicapped children. 

Communication Disorders 

Russell (1934) discusses problems 
of assessing chUdren with communi- 
cation disorders. These vary de- 
pending upon the cause and the 
severity of the disorder. However, 
tests may need to be selected that 
require only a yes-no response^ which 
can be signaled by the child in a 
variety of ways. As mentioned previ- 
ously, standardized tests can be 
adapted to the needs of a particular 
child but such adaptations make 
comparisons with the norm group 
impossible. MuUiken and Buckley 
(1983) provide a chapter on com- 
munication disorders, including a 
brief discussion of assessment. 
Langdon (1983) discusses assessment 
of bilingual language disordered stu- 
dents. 

Interpreting 
Test Results 

Psychological testing can add to 
the information obtained about a 
child's ability to function in a variety 
of situations. Such information is 
valuable only if it is used as a basis 



for helpii\3 ^he '-^^ild function better 
in those areas v .^re problems are 
found. Wodrich (1984) provides the 
following advice for evaluating the 
usefulness of test results. The test 
Endings should address the referral 
q;:estion. For example, if the referral 
quesUon concerned the child's readi- 
ness for kindergarten, the report 
describing the findings should an- 
swer the question directly, discussing 
the child's abilities to function in 
kindergarten based on the findings. 
The findings should be interpreted 
into a meaningful statement about 
the child rather than simply describe 
the child's test scores. They should 
be written clearly so that people not 
familiar with the jargon of psychology 
ical testing can understand them. 
The »^»port should make suggestions 
about what actions should be taken 
to help the child make any needed 
changes. For example, if a child is 
found to have a short attention sp^n, 
the report mi£;ht suggest particular 
games or exercises for increasing 
concentration. Finally, Wodrich 
reminds the reader that standard 
acceptable procedures must be used 
in administering psychological tests 
and that the limitations of such testing 
must be acknowledged. Such tests 
can be a useful tool iif used as a part 
of a total, comprehensive assessment 
process. 
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Children wMi 
HaiKlicaps, Parent 
and Family IssiMSi 
A Gulda to Readings 

The birth of a child with a handicap 
or the discovery that a child has a 
disability can have profound effects 
on a family. On a regular basis, the 
National Information Center for 
Handicapped Children and Youth 
responds to letters from parents 
asking for advice on dealing with the 
pressures involved in raising a child 
with a handicap. The purpose of this 
issue of the News Digest is to give 
paxentB and the profiessionals who 
work with them a guide to literature 
that will be helpful in understanding 
the problems and developing solu- 
tions. 

When parents find out that their 
child is handicapped, they begin a 
process of adjustment. For eadi 
fawSty the experience is both unique 
and shared. How they react depends 
upon their own unique makeup; the 
attitudes and behaviors of family 
members, friends, and the larger 
society; and the child himself. How- 
ever, certain feelings and reactions 
have been found to be shared by 
mo3t parents as they learn to accept 
their handicapped child. These have 
been written about by both parents 
themselves and by researchers. 

Initial reactions are similar to the 
reactions a person has with other 
traiunatic events. The parents' reac- 
tion to having a child with a handicap 
is in part the product of earlier ex- 
periences. Several articles state that 
during pregnancy parents imagine 
their ideal child and when they learn 
that their child is handicapped, they 
must grieve over the loss of the imag- 
ined dhild before they can become 
attached to the real child. Bristor 
(1984) is one source of information 
about this idea. 

Many authors have described the 
progression of feelings experienced 
by parents upon learning that their 
cfuld is handicapp^. Parents' initial 
reactions are often shock, disbelief, 
disorganization, and confusion, 
which may be accompanied by phys- 
ical symptoms such as numbness, 
nausea, headaches, and fainting. 
This acute state of anxiety and stress 



NOVEMBER 



is usually brief and is followed by a 
period o' denial, where parents may 
not hear v/hat is being said to them 
or may distort what they hear. EXuing 
this period they may alternate be- 
tween hope and despair or may avoid 
feelings altogether. A common reac- 
tion is to believe that the problem 
will simply disappear or that a magi- 
cal cure will take place. 

As parents begin to accept the 
reality of the situation, thej' often feel 
intense anger which may be directed 
toward self, spouse, medical person- 
nel, God, and others; a need to find 
someone to blame; guilt about having 
such angry feelings and guilt about 
past actions that may have harmed 
the child. Other feelings include a 
sense of helples^ess, self-pity, self- 
doubt, sadness, loneliness, a loss of 
interpersonal warmth, and fatigue. 

These feelings were written about 
by Smith (1984) from the perspective 
of a parent who has experienced 
them herself and who has talked 
with many other parents who have 
described their own feelings. 
Dougan, IsbeU, and Vyas (1979) also 
write as parents about their own 
experiences and feelings. They write 
short vignettes about a variety of 
topics, including the shock and grief 
they felt when they first found out 
that their child was handicapped. 

Articles for family therapists de- 



1985 



scribing from a research point of 
vie-' many of the same feelings de- 
sc d in the articles by parents 
w covered by Fortier and Wanlays 
(19o and Bristor (1984). They discuss 
the sages that femilies go through in 
adjusting to having a handicapped 
child. Fortier and Wanlass describe 
five stages firom impact to closure; 
Bristor describes six stages firom 
initial a rareness to transcending the 
loss. 

Several articles discuss chronic 
sorrow and periodic reoccurrences of 
intense feelings of loss. Shafer (1983) 
describes initial feelings of grief and 
says that these feelings tend to re- 
occur when the child reaches de- 
velopmental milestones, such as the 
time for walking, entry into a special 
school, and the 21st birthday. This 
view also is expressed by Hamilton 
(1977), the mother of a retarded child 
who writes about feelings of anger, 
guilt, and shame. 

These feelings can be intense and 
overwhelming and it is important for 
parents to know that they are normal 
and acceptable. They need to be able 
to express their feelings to someone 
who understands what they are 
going through. This can be accom- 
plished by talking to another parent 
of a handicapped child, by joining a 
group of parents who have had simi- 
lar experiences or by talking with a 



Parents of handicapped children not only 
need emotional support but they also need 
Information. They need to know about their 
child's handicapping condition, about what 
services are available, and about what they can 
do to help their child develop to the fullest extent 
of his or her capabilities. 



professional counselor who under- 
stands the nature of the loss the 
parents are experiencing. For infor- 
matioa about parent groups in local 
areas, write the National Information 
Center for Handicapped Children 
and\outh (NICHCY), PO Box 1492, 
Washington, DC 20013. 

Some guidelines for therapists 
working to help parents during the 
grieving process are provided by 
Fortier and Wanlass (1984) and Bristor 
(1984). Smith describes 20 construc- 
tive actions parents can take to help 
themselves during the adjustment 
process. In addition to joining a 
parent group, these indude talking 
with mates and other significant 
persons, taking one day at a time^ 
seeking information^ keeping daily 
routines as normal as possible, and 
loving and enjoying their child. 

Finding Information 
and Services 

Parents of handicapped children 
not only need emotional support but 
they also need information. They 
need to know about their child's ^ 
handicapping condition, about what 
services are available, and about 
what they can do to help their child 
develop to the fullest extent of his or 
her capabilities. This information is 
sometimes difficult to obtain. 

Some parents have difficulty in 
obtaining a diagnosis. McGl)aTn 
(n.d.) describes her six-year struggle 
to find an accurate diagnosis of her 
sen's rare condition, which caused 
him to scream in terror every night. 
Based on her experiences, she makes 



suggestions to help other parents 
faced with similar problems. She 
suggests that parents keep accurate 
records that may provide a due to 
the problem, use the library to re- 
search the problem, and find a 
spedalist who takes them seriously 
and will work with them until a 
solution is found. She also suggests 
that the parents talk to everybody — 
not only to doctors, nurses, pharma- 
dsts, and teachers, but also to other 
parents, friends, neighbors, and 
people at work. Somebody may 
know somebody who can help. Par- 
ents should also evaluate information 
based on their own knowledge of the 
child. And finally, they should not 
give up until they have the informa- 
tion they need. 

Additional information about the 
difficulties parents may encounter in 
their interactions with medical pro- 
fessionals is provided by Duffy, 
McGlynn, Mariska, and Murphy 
(n.d.). These authors, who are tfiem- 
selves parents of handicapped chil- 
dren, write about their good experi- 
ences as well as their bad ones. 

Information on parents' legal rights 
and on some steps they can take to 
ensure that their children receive 
appropriate educational services are 
found in Dougan et al. (1979). Duffy et 
al. (n.d.) also discuss steps parents 
can take to obtain new services or to 
improve existing services. These 
include getting to know those in 
power and understanding their point 
of view, finding out what has been 
done in the past, obtaining the sup- 
port of other community organiza- 
tions, consolidating positive support. 



using a reasoned approach, under- 
taking a public information campaign 
with the help of local media, and 
continuing efforts even after success 
has been achieved. 

Stress and 
Family Adjustment 

Adjusting to the birth of a handi- 
capped child can create stress within 
the family. As previously discussed, 
the parents must deal with the grief 
they feel over the loss of the imagined 
child. Parents' individual feelings of 
loss can interfere with their ability to 
provide support to each other, creat- 
ing stress within the marriage. Cop- 
ing with imcertainty about tixe child's 
development is another source of 
stress. Even when the diagnosis is 
dear, there are still many unknowns 
such as how the child will respond to 
treatment, how fiiends and relatives 
will react, and what types of pro- 
grams will be available immediately 
and in the future. Finandal worries, 
the reality of caring for the child, and 
difficulties in finding appropriate 
services can also create stress. 

The research literature on stress 
reactions in families with handi- 
capped children has been reviewed 
by Cmic, Friedrich, and Greenberg 

(1983) and Sherman and Cocozza 

(1984) , who find contradictory re- 
sults. For example, some studies 
have fotmd that family relationships 
deteriorate and others have found 
that they are strengthened by having 
a handicapped member. Both sets of 
authors conclude that the different 
findings are partly because of prob- 
lems in research methodology and 
partly because of differences in family 
situations. Both provide evidence 
that sodal and community supports 
can reduce the stress experienced by 
families. Such supports include fam- 
ily members and friends who like the 
child and assume some of the care- 
taking responsibilities; positive com- 
munity attitudes about handicapped 
persons; the availability of services 
such as parent support groups, res- 
pite care, and appropriate educa- 
tional programs; and referral services 
that help match parents with needed 
services immediately following the 
diagnosis. 
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Family coping resources also influ- 
ence how families react to stress 
according to Cmic et ai. Such re- 
sources include energy/health/ 
morale, problem-solving skills, sup- 
portive relationships, financial re- 
sources, religious beliefs, and feelings 
of self-efficacy. 

Personal examples of how the 
support of family/, friends, service 
providers, and community can help 
families make a positive adjustment 
to living with their handicapped 
child and establish a normalized 
routine can be found in Dougan et al. 
(1979) and Duffy et al. (n.d.). 

Examples of how a family therapist 
can provide support during times of 
stress are given in the Family Life 
section of Exceptional Parent. A 
therapy session is described in the 
February 1982 issue in which the 
parents and maternal grandparents 
of Jill, an infent with cerebral palsy, 
discuss the problems they have had 
in commimicating with each other 
since Jill's birth. The grandparents 
want to help find a program for Jill 
but their efforts are seen as interfer- 
ence by the parents^ who are feeling 
isolated from each other and over- 
whelmed by the responsibilities of 
caring for a handicapped child. 

In another session described in the 
August 1982 issue, the parents of 
two boys — ^John, a 20-year-old who 
has cerebral palsy and Jerry, a tenth- 
grade student who is not handi- 
capped, talk with a therapist about 
their problems in helping Jerry choose 
the right school pro^m. In a sepa- 
rate session Jerry discusse:. his prob- 
lems with his parents, with having a 
handicapped older brother, and with 
school. 

In the April 1984 issue, a divorced 
mother talks about hew difficult if is 
for her to raise BiUy, her learning 
disabled son and how she would like 
more support from Billy's father. In a 
separate session, Billy's father dis- 
cusses his own problems in being a 
part-time parent. 

In aU three of these cases, the 
family therapist was able to help the 
family members understand and 
accept their own confusing feelings, 
to communicate better witih each 
other, and to take some concrete- 
actions to reduce family stress. 



A growing awareness that the adjustment to the 
special needs of a handicapped child influences 
all family members has resulted In literature and 

programs being developed especially for fathers, 

siblings, and grandparents. 



The impact of having a handi- 
capped child on the family system is 
discussed by Perske (1981). He says 
that although some families grow 
closer as a result of their handi- 
capped child, others do not. Some 
families blame their handicapped 
member for aU the problems they 
have and play games such as "he- 
broke-us-up," "he's-our-master," 
and "if s-aU-his-fault." The author 
also discusses some of the good and 
bad aspects of being the sibling of a 
handicapped child. 

A growing awareness that the 
adjustment to the special needs of a 
handicapped child influences aU 
family members has resulted in liter- 
ature and programs being developed 
espedaUy for fathers, siblings, and 
grandparents. In a study of fathers' 
involvement in early childhood edu- 
cation programs, Markowitz (1984) 
conducted telephone interviews with 
the directors of 15 early education 
programs. She found that fathers 
participate in program activities 
when special efforts are made to 
include them. These include schedul- 
ing meetings to acconunodate their 
work schedules, contacting them 
personaUy, including topics of par- 
ticular interest to them, and having 
male staff members. She also found 
that the fathers' involvement in 
program activities resulted in positive 
changes within the family. 

One program for fathers described 
by Markowitz is also described in 
greater detail by Vadasy (1982). This 
program consists of two-hour Satur- 
day sessions for fathers and their 
young handicapped children. The 
fathers have an opportunity to dis- 
cuss common parenting issues, to 
hear guest speakers, and to learn 
games and activities that they can 



carry out with their children. The 
cuniculum was developed by the 
University of Washington's Support- 
ing Extended Family Members 
(SEFAM) program and is available to 
other groups that are starting a pro- 
gram for fathers. SEFAM is also 
developing programs for siblings and 
grandparents. 

Extensive information about how 
parents and professionals can help 
the siblings of handicapped children 
is provided by PoweU and Ogle 
(1985). They review the research 
literature on the sibling relationship; 
describe some of the special needs 
and concerns of siblings; describe 
strategies parents can use to provide 
information and emotional support 
to siblings; discuss the use of coun- 
seling; provide strategies for en- 
couraging social interaction; and 
discuss siblings as teachers, at school, 
and as adults. They also include a list 
of books that can help children and 
young adults adjust to having a 
handicapped brother or sister. A 
second Ust gives the names, ad- 
dresses, and telephone numbers of 
organizations that provide support to 
parents and siblings of handicapped 
children. 

One such organization is the 
Sibling Information Netw *>rk, which 
publishes a newslettei ^nd serves as 
a ''clearinghouse of information, 
ideas, projects, literature, and re- 
search regarding siblings and other 
issues related to the needs of families 
with handicapped members." In 
addition to disseminating informa- 
tion, the network pro^^des a way for 
members with similar interests to 
contact each other. Another such 
organization is Siblings for Significant 
Change. It is a sibling membership 
organization that disseminates infor- 
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Part of the adjustment process in having a 
handicapped child is preparing for the future. 
Depending upon the nature of the child's handicap, 
special training may be needed so that he or 
she will be able to function as independently as 
possible as an adult. 



mation, conducts conferences and 
workshops, and promotes greater 
public awareness of the needs of 
handicapped persons and their 
families. 

Help for grandparents is available 
in the form of a newsletter published 
by the King County (Seattle, Wash- 
ington) Association for Retarded Qti- 
zens. The newsletter, called Especially 
Grandparents contains articles on 
topics of concern to grandparents 
and is designed to help them cope 
with the spedal challenges they face. 

Preparing for 
the Future 

Part of the adjustment process in 
having a handicapped child is pre- 
paring for the future. Depending 
upon the nature of the child's handi- 
cap, spedal training may be needed 
so (hat he or she will be able to func- 
tion as independently as possible as 
an adult. Moon and Beale (1984) 
outline some steps parents can take 
at the elementary, middle, and high 
school levels to ensure that their 
children learn the skills they will 
need to obtain employment after 
they have completed school. These' 
include teaching the child to meet his 
or her own personal care needs and 
to perform household chores; pro- 
viding him or her the opportunity to 
interact with a wide range of people 
in all kinds of settings to encourage 
the development of appropriate 
social skills; creating opportunities 
for the young child to learn about 
workers and what they do; and help- 
ing the older child find work after 
school, on weekends, and in the 
summer. In addition. Moon and 



Beale discuss the parents' role in 
working with the schools and the 
local rehabilitation agency to ensure 
that their child's educational program 
includes appropriate job training and 
to plan for his or her future employ- 
ment. 

Several publications discuss future 
employment opportunities for handi- 
capped children. Smith-Davis (1983) 
provides an overview of the employ- 
ment situation for handicapped 
youth. She discusses employment 
trends, the need for interagency 
collaboration, the role of business 
and industry in expanding oppor- 
tunities for handicapped workers, 
the implications of the Job Partner- 
ship Training Act passed by Congress 
in 1982, adaptations colleges are 
making to accommodate handi- 
capped students, and career paths 
in the arts. 

Some approaches that have been 
developed to provide employment 
opportunities for severely handi- 
capped persons are reviewed in the 
National Information Center for 
Handicapped Children and Youth's 
(NICHCY) January 1984 newsletter 
and in HEATH Resource Center's 
March 1985 fact sheet. 

NICHCY's newsletter describes 
suitable methods for training severely 
handicapped persons to function 
successfully at work and reproduces 
a checklist of work skills developed 
by Egan, Fredericks, Hendrickson, 
Peterson, and Moore (1983). The Ust 
can be used to help determine the 
skills a handicapped person already 
has and those he or she still must 
develop in order to enter and remain 
in the competitive work force. The 

newsletter also describes several 



programs across the country de- 
signed to train and provide support 
to severely handicapped workers 
and to encourage businesses to hire 
such wor xers. 

Other models of supported em- 
ployment programs are described in 
the HEATH Resources Center' s fact 
sheet. The fact sheet also provides 
information about postsecondary 
education, recreational, and residen- 
tial programs for severely handi- 
capped persons over the age of 21. 
The names and addresses of organi- 
zations that either provide programs 
themselves or disseminate informa- 
tion about available opportunities are 
included. 

Although employment oppor- 
tunities are increasing for handicap- 
ped persons, many y^iil need some 
type of continued support through- 
out their lives. They may need both 
financial support and a legal guardian 
to protect their interests. Parents 
need to plan how this support will be 
provided after they die. Two sources 
of information on such planning are 
Hennanson (1984) and AppoUoni 
and Cooke (1984). Hermanson pro- 
vides a brief review of the steps par- 
ents should take in planning their 
estate. These include finding a lawyer 
who is experiencec and knowledge- 
able in planning for future needs 
of handicapped children, evaluating 
the child's needs and deciding what 
kind of care should be provided, 
determining what funds will be 
needed, and planning how the funds 
will be transferred to the child. Ap- 
poUoiu and Cooke provide a com- 
prehensive discussion of guardian- 
ship and estate planning. Among the 
tonics discussed in their book are: 

• A trend for the government to 
cut back on human services pro- 
grams, resulting in the need for 
improved strategies on the part of 
parents and advocates to provide for 
the future needs of handicapped 
persons. 

• Legal considerations in appoint- 
ing a guardian. 

• Options for living arrangements 

such as shared living arrangements 
or institutional placement, group 
homes, foster families, and options 
for persons to serve as guardians 
such as siblings, friends, legal ad- 
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visors, bankers, and public or private 
agendes. 

• Methods for writing wills that 
will provide for the care of the handi- 
capped person and safeguard his or 
her entitlement to government bene- 
fits. 

• Considerations in determining 
whether or not a particular handi- 
capped person needs a guardian 
and, if so, wheAer a full or limited 
guardian is needed. This discussion 
includes a list of the types of decisions 
a person needs to be able to make in 
daily lifie and methods for determin- 
ing whether or not help is needed in 
each of the areas. 

• Recent developments in guard- 
ianship models, including an explana- 
tion of public and corporate guard- 
ianjvhip and a description of several 
existing programs. The programs 
described include public programs 
developed in California and in 
Alberta, Canada, and several private 
programs — The Foundation for the 
Handicapped in the state of 
Washington; the Guardianship, 
Advocacy, and Protective Services 
program in Oregon; the Oakdale 
Guardianship Program itt Michigan; 
and Crossroad Services Program in 
Iowa. Each program is different but 
each helps parents plan for the future 
care of their handicapped child and 
acts as a replacement parent after 



As parents plan for the practical aspects of caring 
for their handicapped child in the future, they 
should also consider the emotional aspects. 



they have died. Some services include 
assisting the handicapped person in 
such areas as obtaining govenunent 
benefits, maintaining suitable living 
arrangements, making pimdiases, 
entering into contracts, and obtaiiung 
appropriate educational services; 
managing trusts; moiutoring pro- 
grams; and advocating for the rights 
of the handicapped person. 

As parents plan for the practical 
aspects of caring for their han^i- 
capped child in the futiure, they 
should also consider the emotional 
aspects. Dougan et al. describe their 
feelings as they watch their handi- 
capped children become adults, 
obtain jobs, and move away from 
home. Konanc and Warren (1984) 
discuss the problems families may 
have at the time their handicapped 
child graduates from high school. 
They describe therapy sessions for 



three families and provide guidelines 
for family therapists working with 
families during this traiisitional 
period. 

In this issue of the News Digest, we 
have reviewed recent literature to 
present current thinking in three 
problem areas for parents of children 
with handicaps. We have dted tips 
for parents as they seek information 
and services,'have explored patterns 
of stress fomilies often face, and have 
looked at options for parents as they 
plan for their child's hiture. While 
we realize that each family's situation 
is different, we hope both parents 
and professionals will use this issue 
as a data source from which they can 
draw current iiiformation which can 
be applied to a famil/s own special 
needs in caring for their child with a 
handicap. 
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INFORMATION RESOURCES 



For further information on sibling networks contact: 

The Sibling Information Network 
249 Glenbrook Road, Box U-64 
Department of Educational Psychology 
The University of Connecticut 
Storrs,Ct 06268 

Siblings for Significant Change 
105 East 22nd Street 
New York, NY 10017 
(212)420-0430 

For information on how you can obtain a free 
subscription to Especially Grandparents write or 
caU (206) 622-9292. 

Especially Grandparents 
King County ARC 
2230 Eighth Avenue 
Seattie,WA 98121 



For further information on the SEFAM Project write: 

Don Meyer 
SEFAM 

Experimental Education Unit 
WJ-10 

Child Development and Mental Retardation Center 
University of Washington 
Seattle, WA 98195 
(206)543-4011 
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APPENDIX E 
TOLL FREE NUMBERS 
SOURCES OF HELP AND INFORMATION 
LIST OF AVAILABLE INFORMATION 
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TOLL FREE NUMBERS CONTINUED. . . 



ADuse/Neglect Hotline 


(800) 


652-1999 


Ajnerican Cancer Society 


(800) 


642-8116 


American Heart Association 


(800) 


642-8400 


Arthritis Foundation 


(800) 


642-5292 


Contact Inc. 


(800) 


228-3225 


Diabetes - American Association State Chapter 


(800) 


642-1267 


Epilepsy Information Line 


(800) 


542-7054 


Feld Prescription Service 


(800) 


642-1455 


Hearing Helpline 


(800) 


424-8576 


HEATH Resource Center 


(800) 


54-HEATH 


Hotline for the Handicapped 


(800) 


742-7594 


Insurance Hotline 


(800) 


423-8000 


International Shriners Headquarters 


(800) 


237-5055 


Job Accommodation Network 


(800) 


526-7234 


Job Opportunities for the Blind 


(800) 


638-7518 


Lawyer Referral Program 


(800) 


742-3005 


Legal Aid Society - Norfolk 


(800) 


672-8319 


Legal Aid Society - Omaha 


(800) 


642-8223 


Legal Service Office - Beatrice 


(800) 


742-7389 


Legal Service Office - Scotl^luff 


(800) 


682-5113 


Legal Service Office - iTo'rth Platte 


(800) 


662-2907 


Legal Service Office - Grand Island 


(800) 


742-7456 


Legal Service Office - Lincoln 


(800) 


742-7555 


Library for the Blind & Physically Handicapped - North Platte 


(800) 


742-7691 


Library for the Blind & Physically Handicapped - Lincoln 


(800) 


742-7691 



TOLL FREE NUMBERS CONTINUED . . . 



National Center for Stuttering 


(800) 


221-2483 


National Crisis for the Deaf 


(800) 


446-9876 


National Down's Syndrome 


(800) 


221-4602 


National Easter Seal Society 


(800) 


221-6827 


National Kidney Foundation 


(800) 


642-1255 


Nebraska ChildFind 


(800) 


742-7594 


Nebraska Diagnostic Resource Center 


(800) 


652-0033 


Nebraska Special Olympics 


(800) 


247-0105 


Parent Assistance Line 


(800) 


642-9909 


Social Security Hotline 


(800) 


642-8310 


Spina Bifida Hotline 


(800) 


621-3141 


Spinal Hotline 


(800) 


526-3456 


Sudden Infant Death Syndrome 


(800) 


742-7844 


Task Force on Education for the Handicapped 


(800) 


332-4433 
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National information Center 
for Fiandicapped Children and Youth 



P 0 80X 1492 
WASHINGTON. 0 C. 20013 



SOURCES OF HELP ANO INFORMATION 

Thtrt art a number of sources for mora information on handicaps an<3 rtiettd issues* 
This section dtscribas soma of tha things you can have sent to you. 



DISABLED USA 

President's Committee on Employmant 

of the Handicapped 
Washington, O.C. 202.10« 
(Publ ished Monthly) 

Reports progress in opportunities for 
people with disabilities and 
developments in rehabilitation and 
employment* 

THE INOEPENOENT 

Center for Independent Living, 
2539 Telegraph Avenue 
Berkeley, CA 94704 
(Publ ished quarterly) 

Articles about disabilities and up--to-» 
date information on independent living. 

REPORT 

The National Center for a Barrier 

Free Environment 
1015 I5th Street, N.W. Suite 700 
Washington, OC 2CKX)5 
(Published bi-monthly) 

News about legislation related to 
accessibility, news briefs and sunwaries 
of articles and books mainly concerned 
with barriers* 

SIBLING INFORMATION NETWORK NEWSLETTER 

Department of Educational Psychology 
Box U-64 

University of Connecticut 
Storrs, CT 06268 
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Research and literature reviews, 
meetings, family relationship 
information of interest to siblings of 
youth with handica.)s. 

THE EXCEPTIONAL PARENT 

The ExcepSonal Parent 

296 Boylston Street 

3rd Floor 

Boston, MA 02116 

(Published eight times yearly) 

Emphasis on education, diagnosis', 
attitudes, care; covering all handicaps, 
it is directed toward parents* 

THE GREEN SOURCE BOOK — NATIONAL 
DIRECTORY OF PRODUCTS AND SERVICES FOR 
THE DISABLED (Formerly -jntltled GREEN 
PAGES) 

Source Book Publications 
P.O* Box 1586 
Winter Park, FL 32789 
(Publ ished annual ly) 

Annual Directory of products and 
services* Subscription includes an 
occaslonisi newsletter, "Green Papers," 
with legislative information and stories 
about people with handicaps* 

UPFRONT 

Mafex Associates, Inc. 
90 Cherry Street, Box 519 

Johnstown, PA 15907 
(Published 11 times a year) 

A newspaper for and about physically and 
mentally disabled people* 
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INFORMATION ABOUT HANDICAPPING CONDITIONS 



Writ.t; to thtst agtncits for information about all handicapping conditions* 
Specify txactly what you art intcrtstad in« Organizations dtaling with specific 
handicapping cor jit ions art listtd on individual fact shttts. 



Arntrtcan Civil Libtrtits Union 
132 Wtst 43rd Strttt 
Nav: York, NY 10036 

Amarican Gantttcs Association 
818 18th Strttt, NW 
Washingl^.n, DC 20036 

Council for Exctptional Childrtn 
1920 Association Drivt 
Rts ton, VA 22091 

Dtvtlopmtntal disabi I ?ti tts Of f ict 
U.S. Dtpartmtnt of Htalth and Human 

Strvicts 
200 indtptndtnct Avtnut, SW 

Room 338E 

Washington, DC 20201 

Muman Rtsourcts Ctnttr 
I.U. Willtts Road 
Albtrtson, NY 11507 

Library of Congress 

Division for Blind and Physically 

Handicapptd 
1291 Taylor Strttt, NW 
Washington, DC 20542 



National Easttr Stal Socitty 
2023 Wtst Ogdtn Avtnut 

Chicago, IL 60612 

National Rthabi litation Association 
633 South Washington Strttt 
Alexandria, VA 22314 

Offict for Handicapptd Individuals 
U.S. Dtpartmtnt of Htalth and Human 

Strvicts 
200 Indtptndtnct Avtnut, SW 

Washington, DC 20201 

Offict of Rahabil itation Strvicts 
U.S. Dtpartmtnt of Education 
Switztr Bui i ding 
330 -C* Strttt, SW 
Washington, DC 20202 

Prtsidtnt*s Committtt on Employmtnt 
oi tht Handicapptd 

Wjishington, DC 20010 

PrMidtnt's Committtt on Mtntal 
Rttardation 

Wcshingfan, DC 20201 

Sptcial Education Programs 
U. S. Dtpartmtnt of Education 
Switztr Bui Iding 
330 "C- Strttt, SW 
Washington, DC 20202 



iodaM. Ire. pmj«<la6onlrad300«4H7«iai9pad^ 
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National information wen^s! 
for Handicapped Children and Youth 



LI ST or AVAIU8LE INFORMATION ^0- 80X U92 

— — — WASHINGTON. O.C. 20013 



STATt SHCETS 



AvillabU for Mch stact and tarricory and tha District of Columbia, cha 
Staca Shaata provida namas and addrassas of public agangias and othar 
groups Mho ara concarnad with handicappad childran and youth. Each 
Stata Shaat Is also accompaniad by a Publ ic. Agancias shaat that dascribas 
tha purposas and activitias of aach agancy or organization. Updatad yaarly. 



GENEIUL INF0RHAT10H 



Sourcas of halp and information that provide ganaral Information 
about handicapping conditions and ralatad issuas, this list 
includas organizations and publications of spacial intarast* 

PACT SHEETS ON HANDICAPS 



Each shaac contains a description of ;ha handicapping condition, statistics 
on pravalanca, aducational implications and r%f4rtr\c%% and resources for 
further information. Currently the following topics are availaole: 



Autism 

CerebraJ Palsy 

Deafness and Hearing Impairments 
Down's Syndrome 
Emotional Disturbances 
Epi lepsy 

Learning Disabi 1 i ties 
Legal Definitions of Handicapping 
Condi t ions 



Mental l^etardation 

Physical Disabilities and Soedal 

Health Problems 
Severe Handicaps 
Speech and Language Impairments 
Spina Bifida 
Visual Impairments 



LEGAL INFORMATION 

An information package that contains fact sheets on the rights of children 
with handicaps, primarily related to education* Basic information includes 
the topics of assessment, due process,' individualized educational programs, 
the special concerns of minority children wi th'handlcaps, resources for 
legal advice and support, and a listing of regional offices of the Office 
of Civi 1 Rights. 



PARENT INFORMATION 



An information packet that contains Information on direct services for 
children, advocacy and p^r^nt support groups, and accedtlng a child's 
handicap. 

TEACHER/PARENT INFORMATION 

An information packet that includes topics of implications for teaching 
children with specific handicaps, attitudes and expectations, team 
teaching, the teacher/parent relationship, classroom management , and 
sources of teaching materials end further Information. 

STUDENT INFORMATION 

An Information packet that includes brief descriptions of careers 
serving children and youth with handlcaos through special education 
and related services, locations of personnel preparation programs, 

and cources of financlel eld. 1 '^p 
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APPENDIX F 

PAMPHLETS RELATED TO SCHOOL REFERRAL PROCESS 
HANDICAPPED CHILDREN: THEIR RIGHT TO AN EDUCATION 
EDUCATION FOR HANDICAPPED CHILDREN 
GUIDE TO YOUR CHILD'S DEVELOPMENTAL ASSESSMENT 

PAMPHLETS RELAIED TO COMPREHENSIVE CASE COORDINATION 

NEBRASKA DEPARTMENT OF SOCIAL SERVICES 
General Information 
Emergency Assistance 
Aid to Dependent Children 
Disabled Persons and Family Support 

WE ARE LOOKING FOR SPECIAL CHILDREN - NEBRASKA CHILDFIND 

DIRECTORY OF RECREATION PROGRAMS FOR PEOPLE WITH DEVELOPMENTAL DISABILITIES 

NATIONAL np-ORMATION CENTER FOR HANDCIAPPED CHILDREN AND YOUTH 
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Spme of the most common questions asked 
by parents and guardians of handicapped 
students are included at the end of each 
section of the pamphlet. 
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GLOSSARY 

Special education programs shall include, 
but not be restricted to» the development of 
self-realization, social awareness, economic 
usefulness, and civic responsibility. 

Special education shall mean educational 
experiences and services through the use of 
special facilities and special adaptive 
classrooms, or either of the same to provide 
special instruction or the supportive services 
necessary to diagnose, place and maintain 
handicapped children in appropriate 
programs. 

Special facilities and special adaptive 
classrooms shall mean those rooms within 
school buildings which meet the learning 
needs of handicapped children. 

Supportive services shall mean all 
resources available to the individual to help 
meet appropriate educational goals and 
objectives, and shall include auxiliary and 
resource personnel and materiel and facility 
resources. 

Related services shall mean only services 
required to assist a handi pped child to 
benefit from special education. 

Auxiliary and resource personnel shall 
mean those persons who have full or part- 
time employment as licensed or certificated 
resource teachers; speech^ language 
pathologists; hearing clinicians or 
audiologists; professional diagnostic 
personnel; supervisory and administrative 

Personnel; special reader personnel; 
raillists, and orientation and mobility 
specialists for the visually handicapped; 
physical and occupational therapists; 
vocational adjustment and work-study 
coordinators; specialized consultants; and 
home and hospit<al instructional personnel. 
Aides and paraprofessionalr under the 
supervision of licensed or certificated 
personnel may be included. 

Materiel resources shall mean special 
instructional equipment, supplies, and 
publications which are necessary for 
leaching children with specific 
handicapping conditions Such equipment 
and material shall be restricted to those 
items which are identified for instructional 
purposes and practices for the specific 
handicapping conditions. 
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Eligibility for Special Education 
The local school districts in Nebraska by law 
must provide educational services for resident 
handicapped children from the date of diagnosis 
to age 21. Service may b^ provided by the school 
district or w ithin a combination of school districts, 
Educational Service Units, Office of Mental 
Retardation programs or other state approved 
programs. Each special program must be 
approved by the State Department of Education. 
The school nistrict pays for the special education 
program and may be eligible for rtimbursementof 
allowable excest cost by the State Department of 
Education. 

Children who Benefit from Special 



Children who benefit from special education 
may have one or more of the following verified 
handicapping conditions, visual, speech, 
acoustical hearing, orthopedic, behaviorally 
impaired, specific learning disability, mental 
retardation, educablc mentally handicapped or 
muli.iply handicapped severe profound. These 
children may be able to participate in the regular 
classroom with special support services, or they 
may be served in special facilities or adaptive 
classrooms. 

How Children Qualify for Special Education 
A parent, teacher, principal or specialist may 
suspect that a child needs special education. These 
concerns shuuld be communicated to appropriate 
school officials. Written permission must be 
obtained from the parents in order for the child to 
receive a diagnostic evaluation. It is the school's 
responsibility to obtain this written permission. 
The child's needs are determined by school 
personnel with analysis and possible verification 
of the handicapping conditions made by a 
qualified professional multidisciplinary team. 

The multidisciplinary team or group of persons 
shall include at least one of the student's 
classroom teachers or other specialist with 
knowledge in the area of the suspected handicap. 
The evaluations shall be administered in the 
child's native or primary language or mode of 
communication (i.e , sign language, finger 
spelling, gestures, etc.) and shall be used to assess 
the specific areas of educational need of that child 
and not be merely general intelligence quotient 
tests. 
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The multidisciplinary team shall prepare a 
written report summarizing the results of the 
evaluation. The report shall includea statement of 
whether or not the child qualifies as handicapped 
with reference to specific categories, the basis for 
the decision to qualify the student and a listing of 
the team members as defined by state regulation. 

The team members may certify in writing that 
the report reflects thei^ conclusion. If it doesn't, 
individual team members may submit a separate 
statement presenting his or her conclusion. The 
statement shall bo furnished to the school district 
and the parent. 

Independent Evaluation 
If the parent disagrees with an evaluation 
obtained by the school district, a parent/guardian 
has a right to request an independent educational 
evaluation at public expense. Parents/guardians 
should direct inquiries to school officials to 
determine if the school district will arrange for 
further evaluation at public expense. If school 
district officials feel the original evaluation was 
appropriate and the parents disagree, a due 
process hearing may be initiated. If it is 
determined that the original evaluation was 
appropriate, the parents still have the right to an 
independent educational evaluation at their own 
expense. Information on independent evaluators 
will be available through the Nebraska 
Department of Education or your local school 
district. 

Each child receiving special education services 
shall be assessed every three years, or more 
frequently if the conditions warrant. Verification 
of permanent conditions need not be repeated. 
Written prior notice of a re-evaluation must be 
provided to the parent, but parental consent is not 
required for a re-evaluation. 

ELIGIBILITY 
How are handicapped children identified? 

Each school district shall identify all children 
who would benefit from special education 
services. 

How are children referred for testing? 

A review (screening) of the child's progress must 
occur prior to referral and shall include 
identification of the learning problems of the child 
and consideration of alternative services available. 
Must all referrals for diagnosis be made by 
school district personnel? 

. No. Parents or guardians may make a request to the 
O ool district for diagnosis. 
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Can a child be identified as hand capped based on 
a single test? 

No. A single procedure cannot be used as a sole 
criterion for determining an appropriate educational 
program for a child. 

Who is included on the multidisciplinary team? 

The team should include at least one of the student's 
classroom teachers or other specialist with knowledge 
in the area of the suspected handicap. 
Is it possible for me to review the kinds of tests my 
child is taking? 

Yes. You have theright to information concerning the 
evaluation procedure and tests used for plf 'ement. You 
also have the right to have someon e a vaila ble to explain 
the evaluation procedure and the tests or evaluation 
procedure used for placement. 

INDIVIDUAL EDUCATION PROGRAM 
Individualized Education Program (lEP) 

The Individualized Education Program (lEP) is a 
written statement for a handicapped child that specifies 
the special education and related services necessary to 
assure that child a free appropriate public education. 
The lEP shall include a statement of the child's present 
level of educational performance, annual goals and 
instructional objectives, timelines for services, regular 
program involvement, program evaluation and a list of 
persons responsible for implementing the lEP, The 
resident school district is responsible for initiating and 
conducting an lEP conference The lEP must be in 
effect before special education and related services are 
provided to a child. 

Temporary Placement 

A school district may make a temporary placement 
with the written approval of a parent or guaidian in a 
special education program not to exceed thirty (30) 
calendar days. With parental permission, an "interim'' 
lEP, not to exceed 30 days, may be developed which 
establishes the specific conditions and timelines for any 
trial placement as part of the evaluation process prior to 
finalization. At the end of the trial period, a meeting 
must be conducted to construct the final lEP. The lEP 
shall be implemented as soon as possible following the 
lEP conference, and must be reviewed at least ann ually. 
Timelines for lEFs 

Within thirty (30) days after a child is diagnosed, a 
meeting(s) roast be held to develop an lEP, with the 
consent and participation of the parent/guardian and 
the local school district. Parents/guardians shall be 
afforded an oppoiiunity to participate in the planning 
conference at a mutually agreed time and place and 
shall be afforded alternative opportunities should they 
9^-5 unable to attend. If the conference must occur 
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* withoiit^the parents being present, the school district 
^ shall document attempts to include ihem and such 
documentation shall be made part of the lEP recprd. 
lEP Conference 
Parents/guardians shall be notified Of the persons 
, ^ who will be in attendance. The lEP conference shall 
' include at least the following: 

i. A representative of the school district; 
J 2. The chiia^s teacher; 

3. One or both parents/guardians; 
. ' 4. The child (when appropriate); 

5. One member of the multidiscipliaary evaluation 
team when the child has been evaluated for the 
first time; arid 

6. Other individuals, at the discretion of the 
parent/guardian or school district. 

INDIVIDUAL EDUCATION PROGRAM 
May I have a written copy of the lEP? 

Yes. The school district will. provide you with a copy 
either after the meeting! or through the, mail. 
Do i have to sign the lEP? 

No. It is not necessary if you are dissatisifed with the 
I lEF meeting ahd^ wish to meet again for more 
discussion. 

Yes. If you are satisfied that the lEP meets theneeds 
. of your child it is a good idea to have a signed document 
in effect. 

May I invite another person to attend the 
meeting? 

Yes. It is pos.<?ible to bring another person but Jt is 
usually a good idea to inform the school before the 
- . scheduled meeting. 

What services are available for children below 
age five? 

Services vary according to the needs of the child. 
Some of the ser/ices may include speech therapy, 
I physical and occupational therapy, and developmental 
skill training through in-home services or center-based 
programs. 

Can services for more than one handicapping 
condition be written into the lEP? 

Yet . Any combination of services can be written into 
the lEP if the team determines they are necessary for 
the education of the child. 

PLACEMENT 
Least Restrictive Environment Requirements 
^ The child's placement in a special education program 
[ is dependent on the programmatic needs as outlined in 
the Individualized Education Program and must be 
determined at least annually. The school district must: 
O jie^that handicapped children are^ educated with 



children who are not handicapped, to the maximum 
extent possible. Children are entitled to have 
supplementary aids and services to help them in a 
regular educational setting. Handicapped children may 
be placed in special classes, separate schools or other 
situations outside the regular educational environment 
when the nature of the child^s needs require specialized 
educatioharteciiniques which are not available in the 
current settings. 

Notification of Parents/Conffdentiality 
Written notice shall be given to the 
parents/guardians a reasonable time before a school 
district: 

1. Proposes to initiate or change the diagnosis of a 
child; or 

2. Proposes to initiate, change or terminate the 
educational placement of a child. 

This written notice shall include a full explanation of 
safeguards under state and federal law, a description of 
the action proposed, or refused' by the school district, a 
description of the evaluation procedure and a 
descriptjoh of any other factors which have a bearing 
on the situation.. 

The notice must be written or translated orally to the 
parent/guardian in'his p]^ hernative language. 
Parental Consent 

Parental consent must be obtained by the school- 
district before conducting a pre-placement evaluation* 
and. initial placement in a special education program. 
Parent Refusal to Consent. 

If parents/guardians refuse the evaluation or 
placement, the school district may initiate a hearing. If 
an independent hearing officer or any court dmdes in^ 
favor of the school district, the school may evaluate- 
and/ or place the student without parental consent andi 
may refuse (o, provide or pay for any further 
inappropriate educational program. 

Placement If o<*uirements 

S^^hool districts may h.:e children in special 
education programs provided: 

1. Written permisriijh is obtained from, tlie paren* or 

2. An order is obtained from a Hearing Officer or'Gourt- 
of Jurisdiction. 

Temporary Placements 
A scho J district may make a temporary placementin 
a prograiw not to exceed thirty (30) calendar days with 
wricten approval of parents. or guardians; Ah4nterim 
lEP for the 30 day period shall be prepared prior to the 
student's temporary placement. 

Independent Placements ^ 
If the school district of residence Has m^de available 
an appropriate special education program to a 



handicapped child and the child's parents or guardians 
choose to place the child in an alternative service 
agency, the district is not required to pay for the 
student's education in the alternative setting. 

^ Disagreements between parents or guardians and a 
school district regarding whether or not the school 
district has such a program available, or regarding the 

; question of responsibility, are subject to due process 
procedures. 

Residential Placements 
Whenever a child must temporarily reside in a 
residential facility, boarding home, or foster home in 

, order to receive ah appropriate special education 
program, the State of Nebraska shall provide for the 
ordinary and reasonable cost'of the residential care for 

' the duration of tliis placement. 
No school district shall make a placement in a special 

. education program requiring residential care without 
advance consultation with the Nebraska Department of 
Education. Applications for approval of special 
education placements requiring residential care shall 
he sighed by the parent/guardian, submitted, through 
the school district and acted upon by the Nebraska 
Department of Education within thirty (30) days of its 
receipt. 

^ If the application is denied, the parent/guardian 
shall be proviued written notification by the Nebraska 
, :Department of Education of the right to appeal this 
decision. 

Surrogates 

Each local school district shall insure that the rights 
of a child are protected by the appointment of a 
. surrogate when: (1) a parent canhotbeidentiried;(2) the 
local school district, after reasonable efforts, cannot 
'locate the pavents; or (3) the child is a Ward of the State 
or any Court. 

The surrogate may represent the child in all matters 
.relating to: (1) the identification, evaluation, and 
ediicational placement of a child; and (2) the provision 
of a free appropriate public education to the child. 

PLACEMiENT 
;Ho>y is my child placed in a special education 
program? 

The lEP must be ip effect before special education and 
related services are provided to a child. 
Would my child ever have a ^'^mporary special 
education placement? 

A school district may make a temporary placement 
' only for the purpose of observation or evaluation. The 
parent or guardian must ,give permission for the 
placement and it may not exceed thirty (30):calendar 
days. 
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How can services for handicapped students be 
provided? 

The school district must provide educational services 
for resident, handicapped children from the date of 
diagnosis to age 21. Special education programs may be 
provided by the school district, by contracting with 
another school district, or service agency, or by some 
combination of educational service units, the local or 
regional office of mental retardation, or any program 
operated by the State of Nebraska provided that only 
nonsectarian services shall be purchased. 
How do school districts initially place children in 
special education programs? 

1. The parents give written permission to place the 
child in the proposed program; or 

2. An order to place the child in a proposed program it 
obtained from a Hearing Officer or Court ,of J 
competent jurisdiction. 

Can a school make a change in placement for a 
handicapped child without written parental 
approval or order of a hearing officer or a court? 

Yes, provided that the following requirements are 
met: 

1. Written prior notice is sent to parents or guardians; 

2. Requirements for diagnosis and eligibility nave 

been met; and 

3. The change in placement is based on child's current 
lEP and any other information relating to the child 
and his/her current Educational performance. 

When can a school district end a special education 
program? 

A school district cannot terminate an education 
program for a handicapped student prior to age 21 
unless: 

1. The school district has a written policy concerning 
completion prior to age 21; 

2. A plan for program completion has been 
communicated to the handicapped student and 
parents or guardians; and 

3. Parents or guardians have been informed of the due 
process and complaint procedures. 

Where can I find out about special education 
services that are available in the state? 

Childfind and Hotline for the Handicapped office 
provides assistance and a directory of all services 
available for handicapped children in the state. The toll 
free number for Childfind and Hotline are 800-742.7594 
and 402471-3644 and includes TTY service. 
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RECORDS 



Confidentiality of Records 
Types of Records (personal) 

The school district maintains personal records which 
include the student's name, address, phone number, grades, 
attendance records, classes attended, grade level com['leted 
and year completed. Other information that may be a part of 
a cumulative record includes health files, standardized test 
results, teacher's notes, diagnostic and evaluation results 
and recommendations, the lEP and statements pertaining to 
the educational placement of the child. The 
parents/guardians have the right to inspect and review 
educational records of their child without charge, and the 
school shall comply with the request without unnecessary 
delay and in no case more than 45 days after the request has 
been made. The school may charge if the parent/guardian 
request copies of the child's educational records. 
Additionally, the parents/guardians may request the school 
to provide explanations and interpretations of their child's 
educational records. If tl ere is information in the child's 
records with which the parents disagree and the school 
refuses to change or modify theinformation, ahearing can be 
initiated. If the parents lose the hearing, they may file their 
o^vn statement which will be added to the child's records. 
Types of Records (permanent) 

Basic information, such as name, birthdate, address, and 
phone number may be maintained without time limitations. 
All other information (i.e. lEP, diagnostic information, etc.) 
that is part of the confidential file muc^t be destroyed within 
five (5) years, after the child leaves school. 
Parents/guardians and students shall be notified before 
these records are destroyed and may request a copy of the 
data. 

The parents/guardians and their representative or the 
child who has reached the age of majority shall have access to 
any information maintained in the agency pertaining to 
placement of the child. 

Do I have to contact the school district before viewing 
the records? 

Yes. The agency or institution shall comply with a request 
within a reasonable period of time, but in no case more than 
forty«five (45) days after the request has been made. 
Do I have a right to a copy of the school records? 

The right to inspect and review educational records 
includes the right to obtain copies of the records where failure 
of the educational agency to provide copies would effectively 
prevent a parent/guardian/student from exercising theright 
to inspect and review. 
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Who pays for the copies of the school record? 

A school district may charge a fee for copies made for 
parents/guardians and students provided the fee does not 
effectively prevent parents/guardians/ students from 
exercising their right to inspect and review. 

How do I challenge the contents of my child*s record? 

T^e parent/guardian/student who believes the 
information contained in the student file is inaccurate or 
misleading or violates the privacy or other right of the pupil 
may request that the records be amended. The school district 
decides whether to change the records in accordance with the 
request. If the school district refuses to change the records, 
school personnel shall inform the parent/guardian/studeni 
of tlicir decision and advise the parent/guardian/student of 
their right to a hearing. 

Who has access to the records within the school 
building? 

A listing of the types and locations of educational records 
maintained by the school district and the titles and addresses 
of the officials responsible for those records are contained in 
the school district policy. A school district may disclose a 
student's files to school officials within the district who have 
been determined to have legitimate educational interests. 
School district policy must specify the criteria for 
determining which parties are "school officials" and what 
the school district considers a ''legitimate educational 
interest". 
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COMPLAINTS AND DUE PROCESS 
The Complaint Process 
The Education for the Handicapped Act, Public Law 94-142, requires that the 
Nebraska Department of Education and the local school district establish 
safeguards to ensure that handicapped children receive a free appropriate public 
education. 

The complaint process affords parents an opportunity to present complaints 
relating to the identificatipn, evaluation, or educational placement of their child, or 
the.provision of a free appropriate public education. 

Any complaint(s) should be submitted, in writing, to the Compliance Director, 
Special Education Office, Nebraska Department of Education, P.O. Box 94987, 
Lincoln, Nebraska 68509. This written, signed complaint must give a detailed 
explanation of the specific fact ^. If it is determined that the complaint is related to 
violations of special education rules, the following steps will be taken: 

1. Within sixty (60) calendar days of receipt of a signed written complaint, the 
Special Education Office Compliance Director will provide written notification 
of findings and the basis for such findings to all parties involved. 

2. If, as a result of extenuating circumstances the Nebraska Department of 
Education, Special Education Office is not able to complete the investigation 
within the sixty (60) calendar days, an extension period of forty-five (45) 
calendar days will be implemented. The Nebraska Department of Education, 
Special Education Office will notify each complainant, the school district, and if 
appropriate, the service agency of the 45 day extension. 

Due Process 

Due Process gives the parent/guardian the right to request a hearing as relates to 
the identification, evaluation or educational placement of their child, or the 
provision of a free appropriate public education. Parents may also request a due 
process hearing when any initiation, change or termination in their child's 
educational program is proposed. No change in the student's educational placement 
may be made while a due process procedure is pending, unless both parties agree or 
for health and safety reasons. 

A written request for a hearing, called the petition, must be filed with the 
Nebraska Department of Education, Special Education Office, 301 Centennial Mall 
South, Box 94987, Lincoln, Nebraska 68509. 

This written petition must contain the following information: 

1. The name, address and telephone number of both the person filing the petition 
(petitioner) and the educational agency against whom the complaint is made 
(respondent); 

2. The name, birthdate, handicap and current educational placement of the 
student; 

3. A short, description of the dispute; 

4. A statement that efforts have been made to settle the dispute, how this was tried, 
and a final statement that settlement does not seem likely; 

5. Statement of what outcome the petitioner is requesting; and 

6. Signature of the petitioner or a representative. 

A parent or guardian shall not be entitled to reimbursement for any 
expenses incurred more than sixty (60) days prior to the filing of the 
petition. 

Upon receipt of the petition, the Department of Education will make a 
determination whether the petition meets all requirements. If th e petition meets all 
requirements, the Department shall assign the petition to a hearing officjr and 
notify the petitioner of the assignment. Hearing officers shall have exclusive, 
original jurisdiction over special education cases. 




The hearing officer will request an answer from the respondent, who must filethe 
written answer, within ten (10) calendar days of the receipt of the request. The 
answer must be filed with the hearing officer and contain the following: 

1. Name, address and telephone number of the respondent, 

2. General and concise statements regarding the facts stated in the petition; and 

3. The signature of the respondent. 

Upon receiving the answer, . - hearing officer will arrange a convenient time and 
place for the hearing. At least five (5) days before the hearing, both the petitioner 
and the respondent must submit to each other and the hearing officer a summary of 
the evidence they intend to introduce at the hearing, a list of witnesses to be called 
and copies of complicated exhibits. At least three (3) days before the hearing, any 
party may deliver to the hearing officer a written request asking that the hearing be 
bound by the rules of evidence applicable in a Nebraska district court and by 
mailing copies of the request at the same time to the other parties and the Nebraska 
Department of Education. Any party may also request the hearing officer to issue a* 
subpoena requiring the attendance of a witness, and any witness, who is summoned 
and who responds, is entitled to the same fees paid by the requesting party t^.at. 
apply in the Nebraska district courts. 

The hearing officer insures that a record is made of the testimony of each witness. 
Each party, either in person or by counsel, may present an oral or written opening 
and closing statement, witnesses and exhibits. 

After the hearing, the hearing officer sends a written summary of the evidence, 
report, final decision and order to each of the parties. The final.deoision and order 
takes effect thirty (30) calendar days after the parties receive it, if no appeal is made 
by any of the parties. Any parent or school district who is not satsified with the order 
may appeal to the District Court. 

Under Nebraska Statute, a copy of the procedures specified in the rules 
and regulations of the Department of Education for complaints and 
hearings shall be provided by local school districts to all parents and 
guardians of handicapped children. 



How do I file a petition? 

You may request a petition form from the Nebraska Department of Education, 
Special Education Office, 301 Centennial Mall South, Box 94987, Lincoln, Nebraska 
68509. When completed, the forms are to be returned to the Department (same 
address). 

How are the hearing officers assigned? 

Independent hearing officers are assigned on a regional basis by the Department 
of Education. Hearing officc;rs cannot be employed by thp state or by local school 
districts. 

Will I be able to call the hearing officer? 

Yes, if you have questions regarding the due process hearing such as location, 
time and dates. 

No, if you want to discuss the case, or ask for legal advice. 
How long is the due process procedure? 

The hearing officer shall hold the hearing and issue the Report and the Final 
Decision and Order within forty fi ve (45) calendar days of receipt of a petition by the 
Department of Education. This 45 calendar day limit may be extended by the 
hearing officer at the request of either party for good cause shown. 

What does the hearing officer^s final decision and order do? Is the order 
binding? 
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The order describes the action to be taken based on the findings of fact and 
conclusions of law in the decision. The order shall take effect thirty (30) calendar 
days after receipt by both parties unless there is an appeal. 
Can I bring a lawyer to the due process hearing to present my case? 

Yes. You may be accompanied by the counsel of your choice. 
.Do I have to Hie a complaint before due process? 

No. It is not necessary to file a complaint to theDepavtment's Compliance Director 
before submitting a petition requesting a due process hearing. 

Often, a complaint to the Compliance Director will be filed and resolved so that 
due process is not necessary. A complaint to the Compliance Director, however, does 
not preserve your right to reimbursement of costs you have incurred for evaluation, 
educational programming or related services for your handicapped child. 
What if I believe that the due process hearing was not conducted fairly or if 
I believe it was decided incorrectly? 

You may file an appeal either in the district court of the county or in the federal 
district court to obtain judicial review of the hearing officer's Final Decision and 
Order. Such an appeal must be filed within thirty (30) days after receipt of the 
hearing officer's Final Decision and Order. 

Where would I find services available for free or low cost legal assistance? 

If you are unable to afford legal counsel, contact the Department of Education, 
Special Education Office for information on available free or low-cost legal services. 
Names, addresses and telephone numbers are available to persons needing these 
services. 
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Your Child's 



Developmental Assessment 
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Developed by the Meyer Children's Rehabilitation Institute, University of Nebraska Medical Center 



Welcome to the Early Referral and Follow-up Project. In this 
program, we will evaluate your baby's development. This booklet 
will acquaint you witli what you can do to prepare for the evalu- 
ations and how you can help during the process. 
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You may wonder if your baby is too young or too ill for evaluations. The Early 
Referral Project Team frequently sees children who are very young and/or sick. 
We take these factors into consideration when we perform the evaluations and 
interpret the results. In special situations, we may perform limited evaluations. 

The information we learn from these evaluations is important for several rea- 
sons. First, it helps us determine what services your child may need. Also, it 
helps you understand your baby's needs so you can help him or her grow and 
develop. 

We will rely on you to tell us about your baby, such as the best time of day to 
schedule appointments. You know your baby better than anyone else, so any 
information you can give us about him or her is important during the evaluations. 
It is important for you to attend these evaluations in case your baby needs to 
FRir" changed, fed or comforted during the procedures. 
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When you and your baby come for the evaluations, 
you should bring a bottle, snack, pacifier, diapers, a 
favorite toy or anything else that will make 
your baby more comfortable during 
the evaluations. 




Early Referral 



Evaluations are conducted by Early Referral Project Team members, including 
an infant specialist, a parent-infant teacher, a physical therapist, an occupational 
therapist, a speech pathologist and a clinical nurse specialist. Your baby^s needs 
will determine the team members. 

If you have questions or concerns about your child's development, this will be 
a good opportunity for you to discuss these with us. Feel free to ask questions 
during the evaluations. 



Parent-Infant Teacher and 
Infant Assessment 

Both the teacher and infant assessment specialist test your baby to observe 
how he or she interacts with objects and people. For example, does your baby 
follow objects with his eyes, reach for toys, bring things to his mouth to examine 
them, and look for toys which have been moved out of sight? 

During this evaluation, the specialist will give you suggestions about activities 
and appropriate toys you should use when playing with your baby. They may 
also "-ecommend that your baby be tested again in a few months to observe his 
improvement and to give you new suggestions. 
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Speech Patktof^ 

In many cases, the children we see are not 
old enough to talk or may have some condition 
that limits their ability to make sounds. How- 
ever, all babies communicate in a variety of 
ways. The speech pathologist is interested in 
the ways your child interacts with you, how 
well he or she gets a message across, and 
what your child understands about his 
environment. 
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The occupational therapist (OT) is concerned about how your baby performs 
everyday activities such as eating, touching and exploring with his hands. The 
OT is €3pecially interested in how your baby is eating and any problems that he 
or she may have in this area. The therapist will ask you what kinds of foods 
your baby is eating and if he or she is having any difficulties sucking, biting, 
chewing or swallowing food. 

The OT is also interested in how your child is using his or her hands in activi- 
ties such as reaching, holding and letting go of objects. These activities are 
referred to as fine motor skills. The therapist evaluates fine motor skills by 
observing how your child plays with toys. 
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The physical therapist. (PT) considers how your child moves, loc ^ at the quality 
of movement and the development of gross motor skills. 

Gross motor skills begin with how your child holds his head and trunk steady, 
and progress to skills such as rolling over, sitting, crawling and walking. 

The therapist will check to see if your child is strong, stiff, floppy or jittery. 
Does * our child prefer using one hand more than the other? Does he or she kick 
both legs equally? These are questions the PT will consider when evaluating 
your baby's quality of movement. 

The therapist may also help you adapt equipment to assist your baby in main- 
taining certain positions, such as sitting, standing or lying down. 
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The nurse will help you become comfortable 
with the basic care routines you use with your 
child. The nurse can answer questions you 
have about such things as medications or spe- 
cial monitoring and can discuss your concerns 
about your child in regard to feeding/meal 
planning, skin care, elimination and sleep 
disturbances. The nurse is also available to 
Ciiscuss health questions in regard to other 
members of your family as well. 
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Suggestions 

1 



3. 




My case manager is . 

If I need to call, the phone number is: 
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Funoing for this publication was provided by the Early Referral and Follow-up Project grant from the U.S. Office of 
education. Handicapped Children s Early Education Pr gram to the Meyer Children s Rehabilitation Institute of the University 
of Nebraska Medical Center. 



Day Care 



Day Care provides care and supervision of children 
for part of a day. This service may be provided in 
a variety of settings which may include the child s 
own home, the provider's home or a center. 

Day Care Providers Should Possess: 

• A vjam, caring personality 

• The patience and understanding to work with 
children 

• The ability to respond to emergency situations 

• A willingness to abide by state and local child-care 
laws 

• No previous record of inappropriate behaviors 
concerning children 

Responsibilities of Day Care Providers May Include: 

• Providing a clean and safe environment 

• Preparing and serving nutritious meals and snacks 

• Providing a variety of appropriate activities 
Keeping records concerning emergency phone 
numbers, immunizations, medications and 
attendance 

DAY CARE PROVIDERS CARE FOR AND ABOUT 
CHILDREN! 

For More Information 

If you interested in becoming a Day Care Provuler, 
r /ould like more informotion on Day Care Seivices, 
, ?ase contact your local ofiiCc of the Nebraska 



Department of Social Services. 
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Adult FarrHy Homes 



Adult Family Homes provide family settings within the 
community for aged and physically or mentally disabled 
adults who, because of limitations, are in need of some 
supervision. 

Residents of Adult Family Homes are not in need of 
institutional or nursing care but are unable to live alone 
in.the community and have no lelative who can provide 
appropriate care. Instead, their needs are most appropri- 
ately met in a home-like living environment where a 
sponsor can provide personal support. Individuals or 
families who act as sponsors may be re.mbursed for their 
services given. 



Adjit Family Home Sponsors Should Possess: 

The willingness to open one's home to an aged or disabled 
adult 

* The ability to display patience nd understanding, and a 
positive outlook on life 

* The willingness to work cooperatively with the Department 
of Social Services or other community agencies 



Adult Family Home Sponsors Have Responsibility To: 

* Provide a safe, clean living environment and assistance with 
personal care 

Include the resident in family activities and communication 

* Maintain a record of important inforrnation about each resi- 
dent including the name and telephone number of resident's ^ 
doctor and hospital and pharmacy preference |^ 

* Arrange for special access to the home, when necessary, for 
a disabled resident 



ADULT FAMILY HOME SPONSORS HELP SPECIAL 
ADULTS BECOME PART OF A FAMILY! 



For More Information 

If you are interested in becoming an Adult Family Home |I| 
Sponsor, or would like more information on the Adult 
Family Home Program, please contact your local office of ^ 
^"'-^braska Department of Social Services. 3 
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, Personal Care Services 



Personal Care Services provide medically related services 
based on an individual's physical, emotional, environmental, 
and personal care needs. Personal Care Providers are not 
substitutes for nurses and physicians, but support the medical 
plan of care. 

These services are offered to low income individuals whn, 
due to illness or disability, need personal care assistance o 
remain in their home environments. Personal Care Providers 
may be financially compensated for their services. 



Personal Care Providers Are: 

* Individuals, age 18 or older, who are not related to t^ e 
person receiving care 

* Concerned about the physical well being of an ind.v/idual 
with special medical needs 

* Able to properly perform the needed services derived from 
an individual's illness or disuoility 

* Dependable, being available at agreed-upon times 

* Willing to work cooperatu jly with the Department of 
Social Services, the individual, anc^ the individual's 
physician 



Responsibilities Of Personal Care Providers May Include: 

Helping the individual to follow medical recommendations a 

i.e. helping to follow doctor's orders, watching their diet J| 

* Preparing and serving special food ^ 

* Assisting with eating, dressing, bathing, getting in and out of Q 
bed, etc. 

* Accompanying the individual to a :linic or physician's P| 
office 

r> 

PERSONAL CARE PROVIDERS CAN MAKE THE A| 

DIFFERENCE IN AN INDIVIDUAL'S PHYSICAL M 

WELL-BEING! |^ 

For More Information 

If you are intarested in becoming a Personal Care Provider, or A 
would like more information on Personal Care Services, please 

contac. your local office of the Nebraska Department of « 
Social Services. 
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Homemakers 



Homemakers provide services in the homes of agud, physically 
or mentally disabled adults, and families who are unable to 
adequately manage the family or household aue to lack of 
knowledge, skills, or ability. The Homemaker client may be 
a low income individual or family, or have a special need 
regardless of income. 

Homemakers provide assistance and instruction to maintain 
and strengthen families and alleviate stresses in the home. 
The Department of Social Services may financially compensate 
those individuals who give their time and support through 
Homemaker Services. 



Some Characteristics Homemakers S Jd Possess Are: 

* The ability to exhibit emot .nal maturity in assuming 
responsibility and adapting to new environments and 
household situations 

* The ability to share knowledge and homemaker experience 
with family members 

* The desire to establish open communication and caring 
relar-onships with individuals through a supportive 
atrnc^rihere 

* The willingness to work cooperatively with the Department 
of Social Services 



Responsibilities Of Homemakers May Include: 

* Organizing of household activities and time and budget 
instruction 

* Providing knowledge on personal hygiene and health care 

* Instructing on cleaning and maintaining appliances, furni- 
ture, household supplies, and clothing 

* Training in the care of children or disablod family members, 
through enrichment of parenting skills 

HOMEMAKERS ARE A STRENGTHENING FORCE TO 
INDIVIDUALS AND FAMILIES! 



For More Information 

If you are interested in becoming a Homei..aker, or would 
like more information on Homemaker Services, please contact 
your local office of the Nebraska Department of Social 
Services. 
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Transportation Services 



Transportation Services [jrovide aged and physically or 
mentally disabled adults '"'ith transportation to and from 
local community facilities when no other transportation is 
available. Transportation Services for families provide a means 
of travel to and from other services such as family planning, 
day care services, health related care, child protective services 
and foster care. 

Adults or families needing transportation do not have access 
to a vehicle or other transportation. Individuals who devote 
their time and energy to Transportation Services may be finan- 
cially compensated for their special help. 



Some Of The Abilities Transportation Providers Should 
Possess Are: 

Knowledge of state and local traffic rules and dependability 
when providing transportation 

The willingness to and capability of assisting handicapped 
adults and children 

Patience and understanding when assisting individuals 

The willingness to work coop'^ratively with the Department 
of Social Services 



Responsibilities Of Transportation Providers May Include: 

Ensuring that the transporting vehicle is licensed, properly 
insured, and equipped with safety devices and adequate 
ventilation 

Providing transportation to assist individuals in applying for JJ 

education or employment Pl 

Providing transportation for individuals with health, S^' 

housing, legal, or nutritional needs (0 

Supplying transportation to individuals returning from or *0 

entering a hospital or nursing home O 

H 

PROVIDE A MEANS FOR INDEPENDENCE AS A Ol 

TRANSPORTATION PROVIDER! ^ 

o 

For Mors Information ^ 

If you are interested in becoming a Transportation Provider, 0Sk 
or would like more information on Transportation Services, 

please contact your local office nf the Nebraska Department 2 

of Social Services. ^ 

— tA 
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Emergency Shelter Care 



Emergency Shelter Care provides immediate, temporary 
homes for children in crisis situations. The shelter may be 
a foster home or other facilif which provides 24 hour 
physical . are and supervision to children whose families face 
immediate problems such as the critical illness or sudden 
disability of a parent, or to children who are victims of abuse 
or neglect. 

Emergency Shelter Care provides for a child's immediate need 
for care in a supportive setting, which can help reduce the 
child's ^ear, anxiety and shock. Placement is from one day to 
a maximum of 15 days, to allow time for a more pernnanent 
arrangement for the child to be ii.dde. Individuals and families 
who open their homes lo children m crisis situations may be 
financially reimbursed for their services. 



Emergency Care Providers Should Possess: 

* The ability to be flexible, accepting care of a child with 
little advance notice 

* The ability to remain calm in spite of any crisis 

* The ability to warmly support the child in dealing with the 
crisis situation and other problems 

* The ability to mdintain an atmosphere of optimism and 
enjoyment in the home 

* The willingness to work cooperatively with the Department 
of Social Services 



Individuals Who Provide Emergency Shelter Care Have The 
Responsibility To: 

* Provide day-to day care of the child for the necessary period 3 
of time 5? 

Iv 

* Respect the worth of the child regardless of age, race, sex, ^ 
religion, or disability {tOj 

* Provide a safe, positive home environment and good ^ 
communication 1^ 

* Notify the Department of Social Ser^iceu of a change of ^ 
address or any problems that may arise in the home 



EMERGENCIES CAM BE PLANNED FOR WITH THE HELP 
OF EMERGENCY CAhE PROVIDERS! 



For More Information 

If you are interested »n becoming an Emergency Care Provider, ^ 
or would like more information on Emergency Shelter Care, 
please contact your local office of the Nebraska Department 

cial Services. M 
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Chore Services 



Chore Services are provided in the homes of aged and 
physically or mentally disabled adults who are unable to 
perform basic tasks themselves. 

These services include housekeeping, personal care, bill paymg, 
laundry, cooking, simple home repairs, essential shoppi.ig 
errands, es'^ort service, snow removal, and yard maintenance. 

Chore Service Providers are people who are willing to offer 
time and support to idividuals in their home anvironments. 
Chore Service Providers may be paid for their efforts. 



Chore Service Providers Should Possess: 

The willingness to piovide a helping hand to agod and dis- 
abled adults, while encouraging them to be self-reliant 

The knowledge of and ability to perform a vital chore 
service 

* The ability to adapt to varying household and personal 
situations 

The willingness to practice reasonable caution and care in 
the use and storage of equipment, appliances, and tools 



Chore Service Providers Perform A Variety Of Tasks 
Including: 

Cleaning and care of household equipment, appliances, or 
furnishings 

Assisting with personal care such as bathing, dressing, 
shaving, and shampooing 

Preparing meals necessary to maintain independence 

Assisting individuals in bill paying 

Shopping for groceries and/or clothing 

Providing minor repairs and yard maintenance such as 
mowing or snow removal 

Accompanying individuals who are unable to travel by 
themselves in order to obtain health care, employment, 
housing, legal, or other services 

O 

THE HELPING HAND OF A CHORE SERVICE PROVIDER 

IS VITAL! g 

For More Information fV 

If you are interested in becoming a Chore Service Provider, 

or would like more information on Chore Services, please 

contact your local office of the Nebraska Department of 

Social Services. T 
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Respite Care 



Respite Care provides temporary care for children or adults 
when the usual caregivers are in need of relief from the daiJy 
stresses of raising children or maintaining a family. 

Respite Care may consist of care for a few hours, a day, an 
evening, or a weekend. It is available when a break from 
routine is needed, an emergency occurs, or even when a 
situation arises /vhere it's impossible to be in two places at 
once. Individuals who provide Respite Care may be reim- 
bursed depending on the individual <;ituation and the time 
entailed. 



Characteristics Of Respite Care Providers May Include: 

* The ability to be flexible, accepting care of children or 
adults openly and sometimes with little advance notice 

The ability to erjoy the company of children and the 
responsibility of substitute parenting, or the capacity to 
provide friendly supervision to adults 

The ability to warmly support a child or adult in dealing 
with a temporary break from routine, whether within 
the home setting or in a substitute environment, i.e. that 
of the provider 

The willingness to work cooperatively with the Department 
of Social Services 



The Responsibilities Of Respite Care Providers Include: 

Providing supervision for children or adults when the usual 
caregivf*" is in need of assistance 

Accepting children or adults as members of the family 
during a stay, if necessary and including them in conver- 
sations and activities 

Rospecting the worth of a child or adult regardless of 
age, race, sex, religion, or disability 

Providing basic care for the necessary period of time 

* Following the recommendations and expectations of the 
client 

Notifying the Department of Social Services of a change 
of address or any problems that may arise in the home 



WHEN INDIVIDUALS NEED A BREAK FROM ROUTINE, 
RESPITE CARE PROVIDERS ARE THERE! ^ 

10 

For More Information CO 

If you are interested in becoming a Respite Care Provider, or 
would like more information on Respite Care, please contact 
your local office of the Nebraska Department of Social J? 
Services. ^ 

O 
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Foster Care 



Foster Care provides temporary family care for a child when 
the child's own family is unable to meet basic npeds for care, 
protection, and love. It is a cooperative etfort among natural 
parents, foster parents, and the Department of Social Services. 

Foster Care is needed when a jhild's own family cannot care 
for the child properly, and when a child is waiting to be 
placed fo adoption. For most children, life in a family foster 
honne can come closer to normal family living than any other 
type of setting. 

Foster Par ents don't have to have special homes. Almost any 
home will do. Both single and married adults can be Foster 
Parents. Reimbursement is provided on a monthly basis from 
the Department of Social Services to those who help. 



Some Of The Characteristics Foster Parents Should Possess 
Are: 

The ability to enjoy the company of children and the 
responsibility of parenthood 

* The capacity to give without expecting too much from 
the child in the way of gratitude, affection, or behavioral 
changes 

The ability to accept the child's relationships with his or 
her natural parents 

The willingness to work cooperatively with the Department 
of Social Services 



The Responsibilities Of Foster Parents Include: 

* Providing a warm, nurturing home environment for the 
child 

Assisting with the day-to-day care and training of the child, 
including involvement with the school, transportation to 
medical J^nd counseling appointments, and daily activities 
in the life of the child 

* Accepting the child as a member of the family, while 
working to help the child's return to the natural family 

* Establishing good communication with the child's natural 
family 

Advising a service worker of any problems in the home 
that may affect the child, such as marital difficulties, 
health problems, or financial problems 



FOSTER PARENTS PROVIDE THE ENVIRONMENT ^ 
EVERY CHILD NEEDS-A FAMILY ENVIRONMENT! H 

O 

CO 

fjr More Information 

If you are interested In becoming a Foster Parent, or would 
like more information on Foster Care, please contact your Ml 
local office of the Nebraska Department of Social Services. 
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Adoption Services 



Adoption Services find permanent homes for children who 
are free for adoption and whose present environments lack 
the stability of adoptive family settings. 

The Department of Social Services places all ages and types 
of children. The majority of children are older, siblings 
needing placement together, of a minority race, or have soiy^e 
type of behavioral, emotional, or physical handicap. There 
is no fee for Adoption Services. 

Subsidized Adoption provides financial compensation to 
adoptive parents after the adoption is final, in the event 
that adoption would not be possiblf .without financial aid. 



Married Couples Or Single Individuals May Become Adoptive 
Parents If They Possess: 

A healthy desire to care for children and to take on the 
responsibilities of parenthood 

The ability to present an appropriate child care plan which 
cpnsiders the needs of children 

Values and ethical standards conducive to the well-being 
of children 

The ability to extend nurturing to another child when 
children already exist in the family 

The willingness to work cooperatively with the Department 
of Social Services and oth^r community agencies 



The Responsibilities Of Adoptive Parents Include: 

Providing a living environment that promotes the health, 
safety, and well-being of children 

Accepting the fact that the child may come to the family 
with already-learned patterns and behaviors 

Teaching the child acceptable ways to behave and standards 
of good conduct, and holding reasonable expectations of 
the child 

Encouraging the child in personal and social relationships 
and activities in the same manner as other family members 

Assisting the child with personal care to promote function- 
ing as a future adult 

Establishing a parental bond with the child which promotes 
open communication, mutual trust, stability, and famllv ties 

O 

CHI LDREN NEED THE LASTING ENVIRONMENT THAT *0 
ADOPTIVE PARENTS CAN GIVE! J* 

o* 

For More In* <»rmation 

If you are interested in becoming an Adoptive Parent, or #i% 
would like more information on Adoption Services, please X 
contact your local office of the Nebraska Department of 2 
Social Services. 



Volunteers. add new.dimenslons to the services provided by 
the Department of Social Services and symbolize community 
concern. Volunteers are individuals from all age groups and 
all walks of life who give their time and effort to help people 
who need a jittle assistance in their daily lives: transportation 
to necessary. places, home chores, preparation of meals, or 
someone just to tal^'/to. 



Volunteers Should Possess: 

* A sincere desire to provide assistance to people or to 
agencies serving people, and a willingness to learn 

* Sufficient knowledge and skill: in the assigned task 

^ Willingness to comply with agency requirements, 
principles, regulations, and procedures 

* Warmth, courtesy, and a belief in the dignity of all people 

* Dependability in being available at agreed-upon times 



types Of Volunteer Activities Include: 

* Helping with general office work 

* 4'yping, filing and/or answering the telephone 

* Being a 'friend' to a client 

* Teaching hbmemaker skills to clients 

* Visiting lonely or immobile individuals 

* Making daily telephone calls to isolated clients 

* Providing transportation 

* Running errands or shopping for clients 

* Doing yardwork or home repair 

* Helping to distribute s »rplus food 

Some Benefits Of Being A Volunteer Are: 

* A sense of personal satisfaction 

* Valuable work experience for employment or education 

* Experiences for learning nevy skills or enhancement of 
current skills 

* New relationships and contacts 

* Better understanding of Social Services jDrograms 

* Opportunity to make a meaningful contribution to the 
community 



VOLUNTEERS CARE BV SHAR ING TIME AND TALENt 
WITH PEOPLE WHO NEED HELP. SHARE YOUR CARE! 



For More Information 

If you are interested in becoming a Volunteer, or vjou\d like 
•friqre information on the Volunteer Services Program, please 
cqntact your local off ice:of the Nebraska Department of ^|3: 
SocialServices. 
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The Nebraska Department of Social Services 
does not discrimi^aie against anyone because of 
race, color, cree'd, national origin, sex, age, marital 
status, religious or political affiliation, or physical 
or mental disability. 

Information, which identifies individuals who 
apply for or receive assistance, benefits, or ser/ines 
from the Nebraska Department of Social Services 
is confidential 
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.For more Information, contact your local 0/ -e of 
the Nebraska Department of Social Servlceb» 
the Central Office, Box 95026;'Lincoln, Nebraska 
.'68509-5026; Phdne,(402) 1471-3121 . 
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Emergency Assistance is provided to needy families 
with minor children in situations where other re- 
sources are not available. Fxamples of situations for 
which assistance is available are imminent evictions, 
loss of utility service, or exhaustion of food. 




Eligibility Requirements: 

Emergency Assistance is provided to needy families — 

1. With a child who is age 18 or under. (A family 
whose only child is unborn is not eligible.) 

2. With a child who is currently living with any 
close relatives. This includes a chiid who has 
lived with close relatives within six m .nths of 
their request for assistance. 

3. Who is without incomp and resources immedi- 
ately accessible to meet its needs. 

4. Whose need did not occur because the child (if 
age 16 or older and not in school) or the relative 
responsible for support and care refused without 
good cause to accept employment or training 
for, employment. 



Responsibilities: 

The applicant has the responsibility to - 

1. Cooperate with the worker in exploring, al! other 
sources of aid availrble. 

2. Accept any aid available to help in a crisis 
situadon. 

3. Develop with the worker a plan to help solve 
the problem and to prevent the crisis -from 
occurring again. 




Appeal Process: 

Every applicant for or recipient of Emergency Assist- 
ance has a right to appeal to the Director of the 
.Mebraska Department of Social Services for a hear- 
ing on any action or inaction of any Department 
employee or official in regard to the program. The 
appeal must be filed in writing within 90 days of the 
action. 

If you have any questions regarc'ing the Emergency 
Assistance Program please contact your local office. 
Department of Social Services. 
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What is Aid to Dependent Children? 

Aid to Dependent Children provides money payments 
lO children age 17 or younger who are deprived of 
support of one or both pa;ent:>, because of death, 
continual absence from the home, physical or mentai 
incapacity, or unemployment. 




In addition to being deprived of support, children 
who are 18 years of age are eligible only if they are 
in high school, or in a program in a vocational or 
technical school that is equivalent to a high school 
and that will prepare for employment, children 
must be expected to complete th'^ir schooling before 
reaching the age of 19. 

Where may I apply for Aid to Dependent Children? 

At the Local Office, Department of Social Services 
in the county where you live. 

How long must the children live in Nebraska to be 
eligible? 

It must be established at the time of the application 
that the home of the child(ren) is in the State of 
Nebraska. No period of residence is required. 

How must you cooperate vJth the Child Support 
Enforcement Office? 

To be eligible for an assistance payment, your rights 
O ' child, support and medical support Pv-yments 
RJ(]]>e assigned to the State of Nebraska. 



Applicants who are receiving Aid to Dependent 
Children payments must cooperate in locating the 
absent parent and in obtaining f inane ' and medical 
support, unless good cause for refusing to do so can 
be established. 

You must also cooperate in determining the father 
of a child born out-of-wedlock. 

May a minor parent receive assistance? 

Yes. If the minor parent is living with his/her parent(s) 
or legal guardian, income of the parents/legal guardian 
may be considered in determining the amount of 
payment for the minor and his/her childlren). 

May a family have income and be eligible for Aid 
to Dependent Children? 

Yes. If income such as wages, business transactions, 
contributions, payments frpm Social Security, 
Railroad Retirement, military benefits, does not 
exce<>d the monthly need standard 

How r-ruch property may a family own and still be 
eligible for assistance? 

• The home in which they live. 

• Reasonable furnishings for their home. 

• Reasonable wearing apparel and personal 
effects used in daily living. 

• Other resources of which the net value does 
not exceed $1,000. 

If children are eligible for Aid to Dependent Children, 
what amount is paid? 

The amount of payment depends on the family need 
and how much of it can be met from the income of 
the family. 

The Aid to Dependent Children maximum monthly 
payment is determined by Nebraska law. 

To whom are payments made? 

Payments can be made to the follow.ng people if they 
are providing care for the child: parent, or another 
specified relative who is taking care of the child. 



Will Aid to Dependent Children payments always 
be in the same amount? 

No. The needs of the childlren) change from time to 
time, and he amount available to the child may 
change. 

Will payments be made for medical care? 

Yes. If there is approved medical care, payment will 
be made directly to the provider of health services. 

Must a stepparent support his/her stepchildren? 

Yes. A stepparent has the responsibility for care and 
support of minor children to the same extent as a 
natural or adoptive parent. 

Am I expected to find employment? 

You may be asked to search for work or participate in 
training, unless you are exempted from these activities. 

Do I have any responsibilities while I am receiving 
assistance? 

Yes. The client is responsible for telling the Local 
Office if there are any changes, such as a change in 
address, a change in income or household size. 

Do I have other rights? 

Yes. Title VI of the Civil Rights Act enacted by 
Congress ir 1964 provides that the Aid to Dependent 
Children program must be administered so that no 
person is excluded from participation in, is denied 
the benefits of, or is otherwise subject to discrimina- 
tion by the program because of race, color, national 
origin, age, sex, handicap, political beliefs, or religion. 

May a Local Office give out information about ctie^cs 
of Aid to Dependent Children to other persons? 

No, in most cases. The law requires that the case 
record be kept confidential unless the client author* 
izes that the information may be released. Some 
information regarding a fugitive felon may be given 
to a local or state law enforcement officer. 
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What may a client do if a der 'on made by the 
Department is unsatisfactory? 

Nebraska law provides for a procedure of appeal in 
which the client may request a review of his/her 
case by the Director of Social Services. 

The appeal may be filed with the Local Office of the 
Nebraska Department of Social Services or with the 
Director of Social Services. 

if an application is not approved, can you apply 
S3ain? 

Yes. You may re-apply at anytime. 

What happens if an individual receives assistance and 
is not entitled to it? 

If an individual knowingly receives money payments 
or medical care and is not entitled, the individual is 
sul ject to prosecution for fraud. 

You can get an application form at the local office or 
have the Department of Social Services send it 
to you. 

When you get the form, fill it out as soon as possible, 
because the eailiest date for which you may be 
eligible for financial assistance is the date your form 
is received in the local office. 
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The Disc^bled Persons and Family 
Support Program coordinates and 
purchases services and items to 
assist employed disabled adults 
or to help families keep disabled 
family members in their homes. 
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The Disabled Persons and Family Support (DPF) Pro- 
gram is based on a.state law passed by the Nebraska 
Legislature in 1981. It supports the following beliefs: 

1 The family is important to the development of 
each .person and families want to provide for 
disabled family members at home; and 

2. Disabled adults who are Jble to work may be 
financially prevented from doing so because of 
loss of benefits and disability-related expenses. 

What items and services are available through the 
Disabled Persons and Family Support Program? 

The program may authorize payment for disability 
related expenses such as architectural home modifica 
tion to remote barriers; attendant care; non-medical 
costs incurred during treatment; counseling or training; 
home health care; housekeeping; special equipment; 
respite care; and transportation. Other types of 
support may also be considered, based upon indivi- 
dual need and circumstances. 




Example A: A family caring for a disabled family 
member may need a ramp to provide access to the 
home and may need respite care to allow time away 
from ongoing responsibilities. 

Example B: An employed disabled person might 
need help paying for disability-related supplies and 
for an attendant to help with personal care. 



Who is eligible for Disabled Persons and Family 
Support? 

The program serves two populations: 

1. Families with a disabled family member (either 
adult / child) living with them who need some 
form of support to prevent out-of-home place- 
ment; or 

2. Persons who are disabled pnd employed (or 
could be employed), ear* ig at least $300 
per month, who need some fcm of support to 
maintain employme:.t. 

The Disabled Persons and Family Support program 
cannot pay for items or services available from other 
sources. Persons who apply must explore all other 
possible resources to show need. 

Perions may be financially eligible if their gross 
monthly income, adjusted for family size does not 
exceed the following: 



Family Size 

1 
2 
3 
4 
5 
6 
7 
8 

9 or more 



Gross Monthly income 

$ 1076 
1407 
1738 
2069 
2400 
2731 
2793 
2856 
2913 



In addition to financial and n'^ed eligibility. Disabled 
Persons and Family Support requires medical infor- 
mation to determine severe chronic disability. 

How are payments made? 



The maxinum payment for services available to any 
.disabled person or family is $300 per mon^h averaged 
nwo^hp number of months in the eligibility period. 
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The program may either reimburse the disabled 
person or caretaker for authorized expenses or 
provide direct payment to the provider of the service. 



How can I app)y for Disabled Persons and Family 
Support? 

To request an application for yourself or on behalf 
of someone else, or for additional information, 
contact — 

Disabled Persons end Family Support 
Nebraska Department of Social Services 
Sox 95026 

Lincoln, Nebraska 68509-5026 
Attention: Lenore Spencer or Pattie Flury 
In Lincoln: 471-3121 
Toll free: (800) 358-8802 
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WE ARE LOOKING FOR 
SPECIAL 

CHILDREN .^^^B 



NEBRASKA CHILDFIND 

...Benefiting The 
P ^piandicapped Children 
^ of Nebraska 



NEBRASKA CHrLDFIND 

... because we care 

'NbBRASKA CHILDFIND is an intensive 
\ongoing statewide search for all unserved 
handicapped children, ages birth to 21. 
Nebraska ChildFind will assist parents of 
unserved handicapped children tc find proper 
special education ^ or related programs to 
benefit their children. 

NEBRASKA CHILDFIND maintains a 
computerized directory of services for 
handicapped children. Callers will be provided 
^information on available resources in their 
geographic area that provide services for the 
age lever and handicapping disorder of the 
child for whom they are requesting help. 

NEBRASKA CHILDFIND 

. . . because the need exists 

While many different types of services are 
available to Nebraska's handicapped 
population, some of this state's handicapped 
youth DO remain unserved. 

These children are not participating in special 
education programs, school environments or 
special activities. This is not because of a lack 
of resources in many cases, but rather because 
many parents of handicapped children do not 
know of s jch programs or because they do not 
recognize the handicapping conditions of their 
children. 

Many younger children suffer from 
-handicapping conditions which can go 
undetected. These conditions may exist and 
remain unnoticed, and as a result, many 
handicapped children in Nebraska exist 
unserved simply because they exist unknown. 

These are the concerns of 
NEBRASKA 

CHILDFIND 

and we need your help 






FINDING A PROGRAM.. 



Nebraska law guarantees a free appropriate 
public education to all children. Special 
programs are available through the public 
schools for all children with special education 
needs in areas of: 

... speech and language disorders 

... hearing impairments 

... visual impairments 

... mental retardation 

... specific learning disabilities 

... emotional and behavioral disorders 

... physical and neurological handicaps 

... severe or multiple handicaps 

School districts are required to provide special 
education services for resident handicapped 
children 5-21 according to P.L. 94-142 and L.B. 
403. Existing legislation was amended by L.B. 
889 to include educational programs for 
children under 5 with moderate to severe 
handicapping conditions. Parents are 
encouraged to call their local school district 
for more information regarding these free, 
special education services. 




NEBRASKA CHILDFIND 

BENEFITING THE HANDICAPPED 
CHILDREN IN NEBRASKA 




WHO ARE THE 
SPECIAL CHILDREN? 

A Special Child 

may be mentally retarded, physically 
handicapped, learning disabled or have severe 
behavior problems 

The child may have difficulty sitting, walking, 
talking, seeing or hearing 

But a special child can learn and your public 
school wants to help meet your child's 
educational needs 

Help the Special Child receive services. Call 
your local school district. 




HOW CAN I HELP? 

IF YOU ARE A PARENT of an unserved 
handicapped child, if you suspect your child 
may be handicapped, or if you know of a 
handicapped child in your neighborhood or 
community who is not receiving services, we 
urge you to 



Contact Your Local 
School District 
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or call 

NEBRASKA CHILDFIND 
Toll-Free 800-742-7594 

In Lincoln 471-3656 
(TTY - Please Signal) 

Nebraska Department of Education 
301 Centennial Mall South, 
Sixth Floor 
Lincoln, Nebraska 68509 



sCrOBY OF RECRESnON PROGRAMS 

FOR PEOPLE Wmi 
DEVELOPMENm DISABIUTIES 



PubHshcd by the Region VI 
Developmental Disabilities Council 
and the 

Greater Omaha Association for Retarded Citizens (GOARC) 
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GrotipSt Progfams and Cliibs 



• Kttf CfOM. 3838 Dewey Street, 34 1-2723, Safety Services Office, Ihey offer adapted swimming, conoeing and sailing at various locatons 
and times. Qasses are offered at no charge or for \'ery little cost. 

* Wtat Brancli TJICJL. 75th arid Maple Streets, 393-3700. The **Y" offers a class called "Fun and fitness" for children of school age udth 
developmental disabilities. Ihis class includes swimniing, gym, social and arts and crafts skills development. 

tCoimcU BhdU YM.CA, #7 Fourth Street. Council Bluffs, Iowa. This 'T* offers a special time on Saturday afternoons for persons with 
handicaps and their assistants to swim for no charge. 

f Omalui Public Ubmrits All niiie Omaha Libraries offer various programs for children during the summer. These include pre-school, arts 
and crafts, various presentations, dramatic clubs, reading dubs, read-to-me dubs and a variety of other activities. Call the library nearest 



Spcdal Olrmplcii of NE, Margaret Morford, 345-5414. Bellevue Cub, 733^325. 

• Omalui ChUdrcn*! Mtuc«ni, 342-6 164. They are equipped to mainstream at anytime as activities are individual and they also have a small 
wheelchairavailable for use. Activities are partidpation oriented. 

* Emmy GUfofdXUIdrcn*! Tlicaltr, 3504 Center Street, 345-4849. The theater offers classes in theater, ballet, art and others. They are 
willing to mainstream any classes where appropriate to do so. 

Bmoxf Dootfy Zoo, 733-8400, open from Rpxi 1-October 31. Wheelchair accessible and chairs are available for use at the zoo. 

* Ntbraska Theater Caravan Clinics and presentations are made for children on occasions throughout the year. They operate through the 
Omaha Community Playhouse, 553-0800. 

*BoY*e Qftbs of America Contact either club in Omaha at 342-1600, Don Preiste. 

•Gill's an&s of America Contact either club in Omaha at 457-4318 or 457-4676. 

• Great Plains Giri Scoot Coimcir, Jayne Lyons at 393-4200. 
*Boy Scotits ot America, Stan Haines at 341-2086. 
•Campfim Clifbs, 345-2491, Nebowa Council. 

•FoidvH Qiibs, Beth Ann Pillen, 5134 South 24th Street, 444-7804. 4-H operates through neighborhood group'> and children decide 
individually upon projects suited to them. 

FontenneOe Forest Activities, hiking, nature studies and dubs, 731*3140. 

Winds Marina, 1 38th and Fort Streets, 493-3400 or 57 1 - 19 1 5. Rentals of various recreational equipment available: bicycles, roller skates, 
canoes, skis, paddle boats, sail boats and more. 

Music 11iera|;Y, Carol Gerelman. Classes offered privately, group or arranged appropriately 231 Midland Drive, Council Bluffs, Iowa 



JoslYn Mosenm, 2200 Dodge Street, 342-3300. Includes various display for children and adults from Tuesday through Sunday. 

* Nebraska Gymnastica Development, 440 1 South 134th Street. Frank or Sandy O'Connor at 333-1434 for more iniwrmation concerning 
mainstreaming your son or daughter into an existing class. They are currently, and have been, involved in several mainstreamed 
situations. 

* Family Fnn Center, 70th and Dodge Streets, 553-9298. Ihis center is very family oriented with two floors of video games and two mini-golf 
courses. The video area is accessible to wheelchairs. 

Wbeelcliair BaaketbaO and Soflb'UI, 572-6603, Robert Sanderhoff. 

•Chfist OUId Center, 1248 South 10th Street Daytime summer fun programs for grades-school aged children. 

* Benson ilrts and Crafts, 556-2998, offers classes for children and if the activity is appropriate for the child, they are happy to mainstream 
your son or daughter. 

*ManfeIson*s, 391-6225, 3457 South 84th Street. Same as above. 

^ese programs and agencies are happy to mainstream your son or daughter or anyone if the acthdty Is appropriate. 



Battle Bw Mnnroe Snmmer CMmp, 44th and Dewey Streets. Contact Debra Pelzer at 559-64 1 5. Day camp for developmentally disabled and 
physically invoh/ed persons ages 3-21 

Battle B. Mtmroe ''Otttreach** Can^, f ame location base. Contact camp director Debra Pelzer at 559-6415. This involves arranging for a 
voltmteer from the Munroe Camp to /'.(tend one of a variety of area daycamps with your son or daughter. Area day camps accept children 
from ages 6-16. 

Omaha Adapthrt Becreatlott Contact Cathy Andrews at 444-5935. Day camp activities for children with developmental disabilities at 
Montclair Center and at Hmwood Park. A mainstreamed situation can also be achieved at a number of camp sites around Omaha. Ihe Gty 
of. Omaha also offers trips for teens and a number of programs for adults with developmental disabilities. 

Gt«at Plains Ghl ScottI CMndl, Mary Kallman, Director of Camps at 393-4200. One week day camp session at camp "Maha" south of 
1 y Ms: Mlchdle Moody, day camp director Is a teacher at the I R Lord Schod and has extensive experience woridng with 
lERJ C ped children. She is anxious to acconuwodate approptiateh^ aged 0rls. (See also Battle B. Munroe ''Outreach" Camp.) 



you. 
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Stimmer Camps 




Sttminer Camps Coiitin«ed 



Fotu^H Qobt Camp. Douglas County Extension Office at 444-7804. The camp is located near Gretna. Nebraska and last year sponsored 
one week of camp for children wth developmental disabilities. Contact also Cathy Andrews. 444-5935. 

Eatltr Seals Summer Camp. Easter Seals Office. Lincoln Center Building. Room 409. 215 Ccnntennial Mall South. Lincoln. Nebraska 
68508. Toll-free call 1-800-742-7568. This is a residential camp located 22 miles west of Lincoln. Nebraska. 
Coumge Center Camp Contact Cathy Andrews at 444-5935 or Camp Courage at 895- 1989. This is a day camp offered at Hmwood Park 
July 23rd through August 3rd. The cost is $1.00 to cover the irisurance! 

Special Otymplcs Weekend Spoi!s Camps. Margaret Morford. 406 Keeline Bldg.. 345-5414. These are weekend camps offered statewide 
at various locations across Nebraska. They are sports and nature oriented. 

TRCJL Stunmer DaTcamp. Downtown *T* Camp Office. 34 ' -1600. Week long sesaons of daycamp offered to children ages 5-16 with 
various themes of interest to your cWld. We have in the past mainstreamed children at this camp, (See also Hattie B. Munroe "Outreach" 
Camp.) (Transportation provided) 

Boy Scouts of America Contact Stan Haines at 341-2086. Boy Scouts attend camp by age and by troop number. They are willing to 
mainstream an appropriate boy into camp and a troop. 

T.WCJL Summer Day Gtmp Cxjntact Qnny Cook at 345-6555. The YWCA take s children to Camp Brewster in Bellevue and transportation 
Is provided. (See also Hattie B. Munrce "Outreach" Camp.) 

Salvation Hmf Camp for Adults This camp operates during August and is limited to adults (over lb) v/ho are fairly self-sufficient or those 
who choose to bring a friend to assist them with daily acti\Aties. Call Mrs. Stiuwell at 345-5155. ext. 26. 

Ctitet Cesttr Camp Call the ccntc; at 342 4566 for a brochure describing d&ies. tstc. TrouapoiuiUou Is provicltju from two locations 
and they are quite willing to mainstream your son or daughter. (See also Hattie B. Munroe "Outreach" Camp.) 
Gene Eppley Boy's Qub Ranch ContacttheBoy saubat342-2300 for camp information. They are veivwilling to mainstream your son or 
daughter. (See also Hattie B. Munroe "Outreach" Camp.) 



**IIie Guided Totir** Newsletter advertising vacations and programs adapted for Special Population. Write "The Ciuided Tour *♦ 555 
Ashbourne Road. eWns Park» Penns^nia 19117. (215) 782-1370. 

Elmwood Park» at 60th and Dodge Streets. Exerdse parcourse» frisbie golf course. There are 20 stations for exercising and jogging open to 
the public year round. The course is paved with wood chips. 

IflSfliamiel Medical Center, 6901 North 72nd. Exercise parcot^rse. This is open to the public and trails are paved with gravel. 
Nebraska Medical Center, 40th and Dewey Streets. Exercise parcourse. This is open to the public and the trails are paved with dirt. 
ICRN.O. Sadio Station, FM dial at 90.7. Ore-half hour episodes of popular stories, movies and books on weeknights at different times. Call 
554-?.716for monthly program brochures. 

1U,0^. Radio Station, FM dial at 91.0. One-half hour episodes of popular stories and movies on Monday-Wednesday-Fridays. These are 
aired morning and evening and schedules can be obtained bv calling 556-2770. 



Other 

HotKne for the Handicapped. ToQ-Free 1-800-742-7594 
Nebraska Child-Rnd, Box 94987, Dncoln, Nebraska 68508 





national information Center 
for Handicapped Children and Youth 



PO BOX 1492 

WASHINGTON. O.C. 20013 



SOURCES OP HELP AND INFORMATION 

Thtr« art a number of sources for mora information on handicaps and rtiattd 
This section describes soma of tht things you can havt sent to you. 



issues. 



DISABLED USA 

Prts?dent's Committee on Employmtnt 

of the Handicapped 
Washington, O.C. 20210. 
(Pub I ishfid Monthly) 

Reports progrts^ in opportunitits for 
people with disabilitits and 
developmants in rthabi I ! tat ion and 
employment. 

THE INDEPENDENT 

Centtr for Indtptndtnt Living, 
2539 Telegraph Avtnue 
Berktlty, CA 94704 
(Pub I ished quarterly) 

Articles about disabilitits and up<-to« 
date information on indtptndtnt living. 

REPORT 

The National Ctnttr for a Bcrritr 

Fr«t Environment 
1015 15th Strttt, N.W. Suift 700 
Washington, DC 20005 
(Publishtd bi-monthly) 

Ntws about Itgislation rtiattd to 
acctssibility, news britfs and summer its 
of articles end books meinly concerned 
with berriers* 

SIBLING INFORMATION NETWORK NEWSLETTER 

Oepertment of Educational Psychology 
Box U-64 

University of Connecticut 
Storrs, CT 06268 



Research and literature reviews, 
meetings, family relationship 
information of interest to sioiings of 
youth with handicaps. 

THE EXCEPTIONAL PARENT 

The Exceptional Parent 

296 Boylston Street 

3rd Floor 

Boston, MA 02116 

(Published eight times yearly) 

Emphasis on education, diagnosis^ 
attitudes, care; covering aM handicaps, 
it i5 directed toward parents. 

THE GREEN SOURCE BOOK — NATIONAL 
DIRECTORY OF PRODUCTS AND SERVICES FOR 
THE DISABLED (Formerly entitled GREEN 
PAGES) 

Source Book Publications 
P.O. Box 1566 
Winter Park, FL 32789 
< Pub i ished annual iy) 

Annual Directory of products and 
services* Subscription inc!u(jeS an 
occasional newsletter, %reen Papers," 
with legislative information and stories 
about people with handicaps. 

UPFRONT 

Mafex Associates, Inc. 
90 Cherry Street, Box 519 
Johnstown, PA 15907 
(Published 11 times a year) 

A newspaper for and about physically and 
mentally disabled people. 



ERLC 



a^7 



INFORMATION ABOUT HANDICAPPING CONDITIONS 



Writt to thtst agtncits for information about all handicapping conditions. 
Sptcify txactly what you art inttrtsttd in. Organizations dtaling with specific 
handicapping conditions art listad on individual fact shttts. 



Affltrican Civil Llbtrtits Union 
132 Wast 43rd Straat 
Naw York, NY 10036 

Aintrican Gar.atics Association 
818 18th Straat, NW 
Washington, DC 20036 

Council for Excaptional Childran 
1920 Association Oriva 
Raston, VA 22091 

Davalopmantai Oisabi I i ti tts Offica 
U.S. Dapartmant of Haalth and Human 

Sarvicas 
200 indapandanca Avcnua, SW 
Room 338E 

Washington, DC 20201 

Human Rasourcas Can tar 
I.U. Willats Road 
Albartson, NY 11507 

Library of Congrtss 

Division for Blind and Physically 

Handicappad 
1291 Taylor Straat, NW 
Washington, DC 20542 



National Eastar Saal Sociaty 
2023 Wast Ogdan Avanua 

Chicago, IL 60612 

Naticfial Rahabl I itation Association 
633 South Washington Straat 
Alexandria, VA 22314 

Offica for Handicapped Individuals 
U.S. Dapartmant of Haalth and Human 

Sarvicas 
200 Indapandanca Avanua, SW 

Washington, DC 20201 

Offica of Rahaot Sitation Sarvicas 
U.S. Dapartmant of Education 
Switzar Biil Idlng 
330 Straat, SW 

Washington, DC 20202 

President's Committee on Employment 

of the Handicapped 
Washington, DC 20010 

President's Committee on Mental 

Retardation 
Washington, DC 20201 

Special Education Programs 
U. S. Department of Education 
Switzar Building 
330 Street, SW 
Washington, DC 20202 



INt fwwMar was davaiopad br imwAiMrtea 
«d«iM.lne.punuanilacaniMl30»«MM7««ib(pa 
tion PiayaiM of fiaUA Dapa/«Mnl0(eduaien.11w 
MpuMMtondanptnaoacacffyialaoitiaiDiaMorpe 
DtpMRNfli of fJueatav iMT *aa iMfltoi artads MRMa. I 
mwdal pradueii or oigaftaiom Imply andsrsMMi* bsr «ta US. 



TNt Memiion h h tw pubie domibi urtMa aCtMwiat M. 
caM. AoadM aia aneouragod l» Mpy and M I. bitfpiMM 
fte NaM Womwion CirtarlDr HMteppad ChMtM 
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National Information center 
for Hancueapped Children and Youth 



1 1 S T or AVAIUtlE IHFOKMATION ' 0. SOX 14«2 

WASHINGTON. O.C. 20013 



STATt SHCETS 



AvallUU for MCh $c«ct and ttrritory and tha District of Colgmbia, tha 
Stact Shaats provida naoias and addrassas of public a^an^ias and othar 
groups who ara concarnad wtth h^ndicappad childran and youth* Cach 
Stata Shaat is also accompaniad by a Public. Aganci as shaat that dascribas 
tha purposas and activitias of aach agancy or organization. Updatad yaarly 



GtNCML INPOKMATION 



Soufcas of halp and information that prpvida gai^^^'al information 
about handicapping conditions and ralatad Issuas, this list 
includas organizations and publications of spacial intarast. 

PACT SHCETS ON HANDICAPS 



Each shaat contains a dascription of tha handicapping condition, statistics 
on pravalanca, aducat'^nal implications and r%f%r%nc%% and rascurcas for 
furthar infonnation. Currancly tha following topics ara avallaola: 



Autism 

Carabral Palsy 

Oaafnass and Haaring Impairmants 
Oown^s Syndroma 
Emotional Olsturbancas 
Cpilapsy 

laarning Olsabilitias 
lagat Oafinltions of Handicapping 
Condi tions 



Hantal Katardation 

Physical Disabilitlas and Spacial 

Haalth Problams 
Savara Handicaps 
Spaach and Uanguaga Impairmants 
Spina Bifida 
Visual Impairmants 



LEGAL IMFOKHATIOH 

An information packaga that contains fact shaats on tha rights of childran 
with handicaps, primarily ralatad to aducation. Basic information includas 
tha topics of assassmant, dua procass, individual izad aducational programs, 
tha spacial concarns of minority childran with handicaps « rasourcas for 
'/agal advica and support, and a listing of ragiona) officas of :ha Offica 
of Civil Rights. 



PAPEHT INPOKHATtON 



An Information packat that contains information on diract sarvfcas for 
childran, advocacy and parant support groups, and acceoting a child's 
handicap. 

TEACHER/PARENT INFORMATION 

An information packat that includas topics of Implications for ttaching 
childran with spaclflc handicaps, attitudas and axpactationa , ta>.';« 
taaching, tha taachar/parant ralationship, classroom managamant, and 
sourcas of taaching matariaU and furthar information. 



STUDENT iMFORMATlCN 

An Information packat that includas briaf dascriptlons of caraars 
sarving chHdran and youth with handicaos through spacial aducatfon 
and ralatad sarvlcast locations of parsonnal prtparatlon programs, 
and sourcas of financial aid. ^ 



